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SERIES EDITORS’ FOREWORD

 

 

The current volume is the second edition of Gender and the Social

Construction of Illness. Judith Lorber and Lisa Jean Moore present a

gendered analysis of health, illness, and medical care. This volume is

thoroughly updated, and adds chapters on disability and genital surgery.

Judith Lorber and Lisa Jean Moore use familiar concepts in medical

sociology reconceptualized through a gender lens. Like the first edition,

the current volume addresses two basic issues. First, the authors pay

critical attention to the social aspects of the experience of physical illness

and resultant medical care. This involves attention to how gender, race,

class, ethnicity, and culture influence the experience of symptoms and how

such symptoms are treated by the medical establishment. Second, the

authors use a gender lens to critically examine the social construction of

the knowledge base and underlying assumptions about illness. They

critique the way questions are asked and research priorities set.

Although medical sociologists have addressed these issues in the past,

they have usually done so without a gender lens. For medical sociologists,

gender has meant women—first, patients and nurses, and then doctors.

When medical sociologists have added women to research it has usually

meant comparing women’s and men’s sickness and death rates, differences

in behavior and in treatment as patients, behaviors as doctors, and so on.

But much of the analysis of the social construction of medical knowledge

and beliefs did not incorporate a concern with the social construction of

gender.

For feminists who study health and illness, attention to gender has

meant concern with the status of women and men in the social order.
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Feminists have asked why, how, and by whom such normal physiological

events as menstruation and menopause have been turned into illnesses and

consequently into social problems. They have looked at the gendered

dimensions of the hierarchy of medical occupations and what happens

when men are nurses and women are doctors. Feminists have also

questioned the objectivity and neutrality of scientific findings that come

out of a professional world dominated by men.

In this volume, Judith Lorber and Lisa Jean Moore weave together

medical, sociological, and feminist concerns as they take a gender lens on

health, illness, and medicine. Lorber and Moore show how gender is an

integral part of the transformation of physiology—rates of illness and

longevity—and provide data for the proposition that these are the results

of social statuses—race, class, and gender. Premenstrual tension and

menopause are discussed at length as examples of the processes by which

normal physiological female phenomena become illnesses that denigrate

women’s social status. Lorber and Moore provide an in-depth look at the

current AIDS epidemic. The book ends with a proposal for leveling the

hierarchies and inequalities in medicine through feminist health care

practices and suggests that this would be beneficial for men as well as for

women.

We hope this book, and others in the Gender Lens series, will help the

reader develop her or his own “gender lens” to better and more accurately

understand our social environments. As sociologists, we believe that an

accurate understanding of inequality is a prerequisite for effective social

change.

Judith Howard 

Barbara Risman 

Joey Sprague 

Gender Lens Series Editors
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CHAPTER 1

Gender and the Social Construction 

of Illness: Overview

It has been assumed that anything and everything worth understanding can be explained or

interpreted within the assumptions of modern science. Yet there is another world hidden from

the consciousness of science—the world of emotions, feelings, political values; of the individual

and collective unconscious; of social and historical particularity. . . . Part of the project of

feminism is to reveal the relationship between these two worlds—how each shapes and forms

the other. (Harding 1986, 245)

 

Illness is not just a physical state; it is a social phenomenon. Different

cultures consider some physical states “illness” that others consider

“normal.” Westerners usually consider physical health as a state in which

people can do what they have to do and want to do, and illness as

something that disturbs the physiological equilibrium of the body. But

what we actually experience as illness is a disturbance of our social lives

so that we cannot go about our usual pursuits, a situation which may or

may not be the result of actual bodily dysfunctioning. The perception that

something is wrong and the guesses as to the cause are always experienced

in a social context. Thus, a homemaker in a poor community, when asked

to define illness, said:

I wish I really knew what you meant about being sick. Sometimes I felt so bad I could curl up

and die, but had to go on because the kids had to be taken care of, and besides, we didn’t have

the money to spend for the doctor—how could I be sick? . . . How do you know when you’re

sick, anyway? Some people can go to bed almost any time with anything, but most of us can’t

be sick—even when we need to be. (Koos 1954, 30)
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In every society, the symptoms, pains, and weaknesses considered

“being sick” are shaped by cultural and moral values, experienced through

interaction with members of one’s immediate social circle and visits to

health care professionals and influenced by beliefs about health and

illness. The result is a transformation of physiological symptoms into

illnesses with labels (diagnoses) and the people who have them into

“patients.” This transformation is heavily influenced by power differences

and moral judgments. Not all patients are equal—gender, racial ethnic

category, social class, physical ability, sexual orientation, and type of

illness produce differences in social worth. Not all health care workers are

equal, either—their place in the professional hierarchy determines their

power to set research priorities, determine treatment modes, and produce

what is considered legitimate medical knowledge.

In Western societies, the culture and language of illness and medical

knowledge comes from science—“medical science” is the way we talk

about what health care providers know and do. The biomedical model of

illness assumes that disease is a deviation from normal physiological

functioning, that diseases have specific causes that can be located in the ill

person’s body, that illnesses have the same symptoms and outcome in any

social situation, and that medicine is a socially neutral application of

scientific research to individual cases (Mishler 1981). Critics of this

model have shown that what is normal depends on who is being compared

to whom, that many diseases have social and environmental causes, that

illness rates and severity vary from place to place, and that the values

underlying medical research, practice, theories, and knowledge are deeply

biased by the practice situations and the social characteristics of the

dominant group of medical professionals—physicians.1

Critical medical sociologists provided ample evidence of racial and

class biases in Western medicine, and feminists added gender to the list.2

They argued that medical norms were based on White, middle-class men’s

bodies, and that physicians did not take women’s daily lives into account

when considering the causes of diseases or prescribing treatment. Most

crucial, they challenged scientific claims to universality. How could

medical science be trusted, they asked, when so few women were

scientists, when the diseases that killed men were the first priority in

research, when women were not included in clinical trials, and when

women’s bodies and experiences were ignored as data? The impact of the
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feminist critique of biomedical research and practice has been wide-

ranging. Many more women doctors and men nurses are practicing today

than in the past, and their ways of relating to patients reflect the feminist

encouragement of attention to the “whole patient.” Women are now

routinely included in trials of new drugs and surgical treatments. The

gender context of illnesses and disabilities is an intrinsic part of research

designs. Women’s health is part of medical school curriculums. There has

been a proliferation of medical journals devoted to gender-based

medicine, women’s health and illnesses, and men’s health and illnesses.

Our intent in this book is to show how gender, in conjunction with

racial and ethnic identification, social class, and sexual orientation, creates

different risks and protections for physical illnesses, produces different

behavior when ill, elicits different responses in health care personnel,

affects the social worth of patients, and influences priorities of treatment,

research, and financing. We will concentrate on problems that are located

in the body, such as infections, AIDS, or nonfunctioning limbs or senses;

and physical processes, such as menstruation and menopause, that in

Western society have been transformed into illnesses. These bodily

manifestations are often influenced by feelings of stress, anxiety, and

depression, but the symptoms or causes are primarily physical. The

context, however, is social, and social contexts are usually gendered—they

have different effects on women and men.

Sex Differences and Gender Statuses

Sex and gender are often used interchangeably by laypeople and by

professionals in science and medicine. In 2001, the U.S. Institute of

Medicine issued a book-length report on sex-based differences in human

disease (Wizemann and Pardue 2001). In it, reflecting feminist

perspectives, the sixteen-member panel of varied professionals struggled

to differentiate and define sex and gender. Their recommendations on

terminology were that sex should refer “to the reproductive organs and

functions that derive from the chromosomal complement,” and that gender

“should be used to refer to a person’s self-representation . . . , or how that

person is responded to by social institutions on the basis of the

individual’s gender presentation” (p. 139). The Institute of Medicine’s

definition of gender implies that people are treated according to how they
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perceive or present themselves. However, feminist sociologists have

demonstrated that people’s gender identifications and gender displays are

a response to social pressures, which, in turn, are embedded in a gendered

social order.

From the social construction perspective, gender is a society’s division

of people into differentiated categories of “women” and “men.” Gender

operates at one and the same time as an individual social status, a

relational factor, an organizational process, and a system-level social

institution. Each level supports and maintains the others, but—and this is

the crucial aspect of gender—the effects of gender work top down. When

gender is a building block of social orders, it gets built into organizations,

floods interactions and relationships, and is a major social identity for

individuals.

In the social construction perspective, gender is an intrinsic part of

many societies’ social orders. Gender divisions are built into the major

social organizations of those societies, such as the economy, the family,

religion, the arts, and politics. In those societies, gender is a major social

status for individuals, with established patterns of expectations and life

opportunities. The social construction perspective sees gendering as an

ongoing process—with people constantly “doing gender” (West and

Zimmerman 1987). Through interaction with caretakers, socialization in

childhood, peer pressure in adolescence, and gendered work and family

roles, people are divided into two groups and made to be different in

behavior, attitudes, and emotions. The content of the differences depends

on the society’s culture, values, economic and family structure, and past

history. The gendered social order produces and maintains these

differences. There is a continuous loop-back effect between the gendered

social order and the social construction of gender at the organizational,

relational, and individual levels. In societies with institutional racism and

discrimination by ethnic group and social class, gender is intricately

intertwined with these other statuses, forming what Patricia Hill Collins

(1990) calls a “matrix of domination.” Gender is therefore multiple:

Women and men are not homogenous groupings.

Bodies and biological differences have also been viewed from a social

construction perspective. In this view, gender is not an overlay on biology;

rather, biology itself is socially constructed as gendered. Sex differences

do matter, but the way they matter is a social phenomenon. Menstruation,
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menopause, pregnancy, and childbirth are biological phenomena that are

mediated and experienced socially. Female and male bodies are gendered

for femininity and masculinity through sports, exercise, and physical

labor. Gendered eating patterns have physiological consequences: Men’s

rates of coronary heart disease rose precipitously after World War II in

Western industrialized countries because they had the privilege of eating

more scarce red meat (Lawlor et al. 2001). When a woman moves to a

different country, her risk of dying of breast cancer gradually changes, for

better or worse, to match the risk in her new place of residence (Kliewer

and Smith 1995; Ziegler 1993). As Anne Fausto-Sterling says, “Reading

nature is a sociocultural act” (2000, 75).

Sex is also not a simple binary. Sex multiplies into physiological

characteristics of children and adults at different stages of the life cycle

and by physical abilities. Women’s biological states change, depending on

whether they are pregnant or not pregnant, between periods or

menstruating, pre-or postmenopausal. Men’s biological states change with

fluctuations in testosterone levels and other hormonal cycles. These

within-sex differences must be considered when designing experiments for

vaccines, medications, and surgery.

Sex differences occur in a social matrix of gender statuses—gendered

patterns of social interaction, gendered expectations for how people should

behave in families and workplaces, and gendered social institutions that

legally and in informal social practices treat women and men of various

racial, ethnic, and social class groups very differently. Medical and

biological research has to be both sex-based and gender-based; research

designs have to recognize that sex and gender are multiple, not binary, and

intertwined in complex ways.

The framework for the gender lens on illness and health is the

transformation of the body through gendered social practices.3 These

practices start before birth—what a pregnant woman eats, what prenatal

technology and care is available to her, what her family and educational

and economic status are, what social worth a child of a woman of her

racial ethnic group, economic status, and family background is likely to

have—all affect the fetus, infant, and growing child as profoundly as

genetic inheritance. Social practices produce social bodies all through life

and death—and beyond (consider how corpses are handled). Because

gender is embedded in the major social institutions of society, such as the
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economy, the family, politics, and the medical and legal systems, it has a

major impact on how the women and men of different social groups are

treated in all sectors of life, including health and illness, getting born and

dying. Gender is thus one of the most significant factors in the

transformation of physical bodies into social bodies. The gendered body in

its social context is the framework for the analysis of the social

construction of illness.

The Social Construction of Illness

Although it is located in the body, illness as a social experience goes far

beyond physiology. The process of what comes to be termed a legitimate

illness is entrenched in hierarchies of power and economic resources

(Brown 1995). Sociologists use the term medicalization to explain how

life events, including all aspects of the aging process, and social problems

such as alcoholism and obesity, come to be defined and managed by health

care professionals. Medicalization makes many physiological differences

“illnesses” to be treated with examinations, tests, and prescriptions for

frequently very expensive drugs. The health care provider is the expert;

what the patient knows about his or her own body and his or her own life is

not part of prevention, maintenance, or cure.

Medicalization is deeply embedded in financing structures of health

care. Making so many physical states into illnesses enhances the capitalist

profit motive in countries like the United States. Conversely, it comes into

conflict with the cost-cutting practices in countries that have nationalized

services. The combination of medicalization and financing structure

affects health care professionals’ behavior toward patients. If the goal is to

increase the patient load, they will be encouraged to call every symptom a

treatable illness. If the bottom line is to cut costs, they may neglect rare,

time-consuming, or complex medical problems. In all Westernized

medical systems, health care providers use the biomedical data produced

by research institutions and federal health agencies, whose priorities are

shaped by sources of funding. These sources may be pharmaceutical

companies, governmental agencies, or private philanthropies. They all

have agendas that shape research questions, and they target populations

the research is designed to benefit, exploit, or control. Medicalization can

thus do too much to make every common symptom an illness treatable by
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a pill or injection, and too little to prevent illnesses caused by pollution,

occupational hazards, poverty, or substance abuse.

For patients, symptoms occur in the context of their lives. These

symptoms become an illness through the process of seeking professional

help, but the social experience of being a patient also involves kin,

colleagues, friends, and one’s place in the world. A broken leg may be a

simple fracture, but it is experienced entirely differently by a professional

athlete, for whom it is a career-stopper, and an office worker, for whom it

is an annoying temporary encumbrance. Two illnesses may be easily

treated by antibiotics and quite curable, but the social effects of

pneumonia are far different from the social consequences of gonorrhea. If

you have had gonorrhea, you may want to keep it a secret when you apply

for a job. If you have had pneumonia, you may use that as the reason you

have to stay home from work with a bad cold.

Because illness is socially constructed, health care providers and

patients may see the same set of symptoms (or lack of them) entirely

differently. Physicians tend to look first for visible physical symptoms or

clear test results. For them, the ideal illness situation is one that produces

an unambiguous diagnosis with effective treatment that will cure the

disease by removing the symptoms or that will restore the patient to more

or less normal functioning. For patients, modified ability to conduct their

lives with chronic but treatable conditions is a considerably different

situation than a complete cure. A cure restores you to your previous status;

a chronic condition forces you to establish new patterns of behavior.

Similarly, what the physician may see as unavoidable side effects from

necessary treatment, the patient may experience as unwarranted increased

pain or discomfort, stress, and financial cost. Patients who feel their

doctor has ignored signs of complications or prescribed unnecessary

surgery may sue for malpractice. If an HMO defines an illness in a way

that deprives a patient of care, the patient may sue for damages. The

definition of what constitutes an illness is often an embattled terrain.

The Social Context

The social context is an integral part of any illness. From recognition and

attention to symptoms through actions while sick, to coping with recovery

or a chronic condition or dying, all of a patient’s social characteristics
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have an effect. This effect is shaped by social networks, work and

financial status, family obligations, health care systems, and cultural

values. As health care systems change, so does the behavior of patients,

caretakers, and health care professionals.

For the greater part of the twentieth century, American medicine was

practiced by physicians working alone in their offices, visiting their

patients in hospitals, and collecting a fee for their services (Starr 1982).

Patients and physicians negotiated with each other directly, but the

physician had all the power and prestige. Patients tended to see physicians

of their own race and religion, but not their own gender, since women

studying medicine were kept to a quota of about 5 to 6 percent in medical

schools that admitted them and in hospitals where they did their clinical

training (Walsh 1977). One medical school for women survived the

professionalization of medicine in the early 1900s—the Women’s Medical

College of Pennsylvania—but no all-women’s hospitals did. Because of

religious quotas, Catholic and Jewish men physicians trained in and put

their patients into hospitals supported by Catholic and Jewish charities

(Solomon 1961). African-American and Hispanic physicians went to

federally funded medical schools and used mostly publicly funded

hospitals or community-based clinics (Hine 1985; Moldow 1987). Nurses

were strictly under physicians’ orders (Reverby 1987). Native American

and other indigenous healers, although they had many clients in their

communities, were not considered legitimate health care workers.

Today, women physicians of all racial ethnic groups make up half or

more of most medical school classes in the United States, but medical

specialties are not evenly gender-integrated. More nurses and nursing

administrators are men. Nurse-practitioners and nurse-midwives are

responsible for their own patients. Native and homeopathic health

providers, such as acupuncturists and nutritional specialists, are paid for

by some health insurance plans.

The major change in the structure of medical care in the United States

is the expansion of health maintenance plans (HMOs), where the provider

is paid by a third party (insurance agency or the government), the patient’s

choice of physicians and hospitals is often restricted, and the physician’s

choice of treatments and medications is confined to what the payer allows.

Since the goal of most private health plans is profit, insurers have been

extremely influential in creating cost-effective decision models for health
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care providers. Physicians have lost prestige and authority, but patients

have not gained any power in the medical encounter (Freidson 1989). The

third party in the negotiation is the payer, a large, for-profit or government

bureaucracy that tries to develop one-size-fits-all rules. These include

limited hospital stays and ambulatory surgery, where the patient is sent

home still needing physical care. Even with visiting health care providers,

a family member or friend must be available to be the “nurse” (Glazer

1991). Other important players in Westernized medicine are

pharmaceutical companies, which fund many seemingly unbiased clinical

trials. Hefty profit margins and expandable markets determine research

and development priorities; thus, Viagra for erectile dysfunction gets

produced, as well as antidepressants and allergy medications. In such a

system, the essence of illness—its diversified social context—is

suppressed.

In sum, although all human beings experience the universal physical

phenomena of birth, growth, illness, aging, and death, and each

individual’s experiences of these phenomena are particular, between these

universals and these particulars are the similarities that come out of

membership in social groups—women and men of various racial

categories, ethnicities, and economic classes, living at different times and

in different places. Social location produces patterns of health and illness

behavior, but equally important in shaping experiences as patients are the

actions of professionals encountered in seeking help and the

organizational and financial structures of health care systems.

Overview of the Book

This book’s focus is a gender analysis of the transformation of

physiological symptoms into the social reality we call illness. A gender

analysis shows how gender is built into almost every aspect of illness in

modern society—risks of and protections from different diseases, the

perception and response of the patient to symptoms, the organization and

delivery of health care, the politics of diagnosis, funding priorities, the

problems explored by clinical and scientific researchers, the knowledge

and meaning of diseases and their treatment. Each chapter examines a

major issue in health and illness through a gender lens perspective. These

issues are: social epidemiology and risks of disease; professional
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hierarchies and patient-provider interaction; social aspects of physical

disability; the politics of diagnosis in premenstrual syndrome and

menopause; genital surgeries; and AIDS as a modern plague. The

concluding chapter discusses ways in which the recommendations of

feminist health care can be applied to all patients.

Chapter 2, “Women Get Sicker, but Men Die Quicker,” explains

epidemiological rates of death and illness in terms of women’s and men’s

sociocultural risk factors. These factors are a combination of gender

norms, racial ethnic group membership, economic resources, and social

relationships. The social environment and social practices in which risk

factors are embedded make different groups of people vulnerable to or

protected from the causes of illness. Social epidemiological statistics are

influenced by methodological issues, such as what questions are asked and

how the answers are categorized, as well as by the reliability of techniques

of information-gathering and measurement. Unless women and men of

different racial groups and social classes are included in a sample,

researchers have no way of making socially useful comparisons of health

status, health practices, and risk-taking behavior. These statistics are

usually not value-free; priorities are set by those who have the power and

resources to get answers to the questions of importance to them. You

might say that what counts gets counted.

Chapter 3, “Hierarchies in Health Care,” analyzes gendered and

professional power differences and the interactive behavior of health care

providers and patients. Whether the physician is a woman or a man

influences how much attention is paid to women’s and men’s presenting

complaints, especially what kind of tests are ordered and what kind of

treatment is recommended. Nurse-practitioners are trained to look for the

interaction of psychosocial factors with physiological symptoms and treat

them simultaneously. Similarities and differences in culture and lifestyle

also influence the interpretation of symptoms.

Chapter 4, “Gender and Disability,” examines the gendered

contradictions and status dilemmas of people with disabilities. It defines

disability as a permanent social status that is only partly shaped by

medical encounters. More influential is the availability of technological

and environmental supports that allow people with disabilities to hold jobs

and create families. Both women and men have benefited from the

successes of the disability rights movement, but the special needs of
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women with disabilities for jobs, sexual relationships, and a family life

have not been so squarely faced. The gendered expectations of women and

men create constraints for both, but women with disabilities have fewer

opportunities for long-term relationships. They need unbiased professional

services, especially around sexuality and procreation. Another gender

difference that impacts on those with disabilities is the expectation that

caregivers will be women. Thus, if people with disabilities have special

needs to enable them to live mainstream lives, then women with

disabilities have even more specialized needs.

Chapter 5, “If a Situation Is Defined as Real . . . ,” examines the ways

in which premenstrual tension and menopausal mood swings are socially

and medically constructed. Symptoms individually experienced at

different points in women’s procreative life cycle are medicalized into

physiological and psychological syndromes. Some women may pay little

attention to premenstrual tension, menstrual cramps, and menopausal hot

flashes, while others may need treatment for them. But if these

occurrences are routinely labeled illnesses, then all women will be

considered “sick” or not able to function normally. The part that medicine

as a social institution plays in legitimizing appropriate behavior in women

can be seen as a form of social control.

Chapter 6, “Genital Surgeries,” looks at the gender and cultural

conflicts in ritual and medical genital surgery. Although the social

contexts of female and male ritual genital surgery, surgery on intersex

children, and routine medical circumcisions are very different, the issues

are similar—adults make decisions about genital surgery on infants and

children in the name of cultural conformity. In ritual genital surgery,

adults surgically modify a child’s body to make the child appropriately

feminine or masculine. The same goal governs genital surgery on children

born with ambiguous-looking external genitalia. The body undergoes a

profound social as well as physical transformation, a transformation that

is, above all, gendered.

The debates over genital surgeries are confounded by opposing

cultural, religious, and medical perspectives. Cultural traditions clash with

human rights issues; religious beliefs clash with parental reluctance to do

bodily harm to their children. Medical researchers argue over the risks and

benefits of what seems like minor surgery. Gender weaves into all of these

debates because they all involve beliefs about male and female sexuality,
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how female and male bodies should look, and how to prevent sexually

transmitted diseases from spreading.

Chapter 7, “A Modern Plague,” takes illness into the moral realm of

social identities contaminated by stigmatized diseases. AIDS (acquired

immunodeficiency syndrome) is an epidemic imbued with gender,

sexuality, class, and racial ethnic discrimination. AIDS is very much

affected by gender in its transmission and treatment. Its physical ravages

and social costs today fall most heavily on poor women and men who live

in developing countries. The discourse and dynamics around AIDS is a

prime example of how sickness is reflective of cultural views of women

and men, homosexuals and heterosexuals, poor and rich, people of color

and Whites, “foreigners” and “natives.”

How HIV-positive status and the symptoms of AIDS are reacted to and

treated reflects heterosexual, bisexual, and homosexual relationships; the

constellation of patient, practitioners, and lay caretakers; community

attitudes; cultural values; and the politics of medical bureaucracies and

government agencies. Those who are known to be HIV-positive or to show

the signs of full-blown AIDS have been stigmatized for their sexual

practices or drug use and out of fear of contagion from their semen, blood,

or breast milk. From negotiations over condom use between sexual

partners to allocation of funds for research and treatment by national and

international agencies, AIDS literally and figuratively embodies the

material, experiential, and symbolic gendered construction of illness.

Chapter 8, “Healing Social Bodies in Social Worlds,” looks at the

conflict between the ways in which professionals and laypeople define

medical reality and proposes an alternative—feminist health care. Such

care sees the patient and the health care professional as equals in the

medical encounter. The professional knows more about illnesses and their

treatment in general, but the patient knows more about her or his

particular case. Feminist health care advocates recommend that before

professionals apply general medical science, they should understand the

patient’s social and environmental contexts and the patient’s history with

the particular disease. When professionals prescribe a course of treatment,

they should tell the patient not only what the risks and side effects are, but

also advise as to the advantages and disadvantages of other courses of

treatment and nontreatment. Then the patient should decide what he or she
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wants to do, and expect the continued support and help of the professional,

even if the professional’s first choice for treatment was rejected.

Feminist health care is for all people—men as well as women, children

as well as adults. Feminist health care encompasses major transformations

of the existing structures of funding, training, and providing biomedical

health care. Feminist perspectives on health and illness have been

incorporated into medical and nursing schools’ curricula, but they need to

be reinforced in clinical training and built into day-to-day practices by

organizational policies that encourage enough time for listening to

patients and pay for diverse types of treatment. These are idealistic goals,

but when shared by both providers and consumers of care, they empower

many who might otherwise find it difficult to confront the limitations of

current biomedical health care systems.

Notes

1. See Freidson 1970a, 1970b; Mishler 1981, 1984; Waitzkin 1983, 1991.

2. For overall feminist critiques, see Fisher 1986; Martin 1992; Todd 1989; Ruzek 1978.

3. For theories of the social body, see Featherstone et al. 1991; Shilling 1993; Turner 1984, 1992.
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CHAPTER 2

Women Get Sicker, but Men Die Quicker: 

Social Epidemiology

In any gender-dichotomized society, the fact that we are born biologically female or male

means that our environments will be different: we will live different lives. Because our biology

and how we live are dialectically related and build on one another, we cannot vary gender and

hold the environment constant. (Hubbard 1990: 128)

 

There is a saying in epidemiology—“women get sicker, but men die

quicker.” It is a succinct way of summing up the illness and death rates of

women and men in modern industrialized societies. These rates are the

cumulative effects of social, environmental, and physical processes and of

individual, community, and society-wide behaviors. To a very great extent,

they reflect the gender system and the effects of differential life

experiences of racial ethnic groups.

Social epidemiology studies disease and death rates from a perspective

that emphasizes “the social distribution and social determinants of states

of health” (Berkman and Kawachi 2000). The social epidemiologist’s task

is to explain variances in morbidity (rates of illness) and mortality (rates

of death) and to tease out the causes of persistent group differences. The

most familiar rates are those for life expectancy, which are a kind of

summary of the physical, environmental, and social conditions that affect

how long a newborn can expect to live.

In industrialized countries, in the early years of the twentieth century,

women started to outlive men by several years. In the new century, in the

same countries, women can outlive men by almost ten years.1 There are
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two perspectives used to explain the virtually global trend of higher life

expectancy rates for women in industrialized countries. One perspective

relies on a biological argument about the protective effects of estrogen and

the potentially toxic effects of testosterone (Perls and Fretts 1998).

However, this perspective does not attend to historical changes in life

expectancies nor does it take into account racial ethnic and social class

differences. A more complex argument claims that life expectancies are

the result of a combination of social and biological factors.

Women have not always lived so much longer than men. In Europe and

North America, the gendered gap in life expectancy grew as economic

development and social change encouraged greater control over the size of

families and wider application of innovative public health measures.

Death in childbirth, a large contributor to women’s life expectancy rates,

decreased with the rise of modern medicine. Simultaneously, the gendered

division of labor has exposed men to greater occupational risks. In many

industrialized countries, as family income increases, men eat more meat

and fatty foods than women do, and have higher rates of coronary heart

disease. Compared to men in the nineteenth century, men today smoke

more and exercise less.

Men and women have different risks and protections throughout their

lifetimes—male fetuses and newborns, for example, are more fragile

physically and die at a higher rate than females. Men and women have

different social risks as well—women from dying in childbirth and from

domestic violence, men from getting killed in war and in street fighting.

Men are more likely to engage in risky health-related behaviors, such as

smoking, drug abuse, and dangerous sexual activities, which make them

more vulnerable to heart disease, strokes, and sexually transmitted

disorders. All of these factors add up to different life expectancies.

The pattern of longer life expectancy for men and women as a country

modernizes, as well as the gender gap favoring women by several years, is

not a constant. Russia and other eastern European countries have seen

reduced life expectancies for women and men, and it currently has the

largest gender disparity among industrialized countries, 66.4 years for

female babies but just 56.1 years for males.2 Researchers cite the high

incidence of men’s alcohol abuse, which leads to high rates of accidents,

violence, and cardiovascular disease (McKee and Shkolnikov 2001).

Gender differences are minimized when women and men live and work in
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similar unpressured environments. A comparison of the health status of

230 women and men on two Israeli kibbutzim, where work and family life

are communal and health care is free, found that they were alike in their

health status and illness behavior and that the men had life expectancies as

long as those of the women (Anson et al. 1990).

In the United States, racial differences increase the gender gap in life

expectancy. Life expectancy for a White infant born in the late 1990s is

five and a half years longer for a girl than for a boy, but for Black infants,

the difference is seven years. The combined racial and sex difference

between the longest life expectancy (White women) and the shortest

(Black men) is over twelve years (see table 2.1). Black women and men

not only die earlier, but are prone to more illnesses, physical traumas, and

missed or incorrect diagnoses throughout their lives than White women

and men. Paradoxically, although White women have the longest life

expectancy, they have more reported illnesses throughout their adult lives

than White men. Although women as well as men are subject to heart

diseases, cancers, and other life-threatening physical problems, on the

whole, women live longer than men in industrialized countries because

men get these killer diseases earlier (Verbrugge 1989).

Table 2.1 

United States Life Expectancy, by Gender and White and Black Racial

Categories

Source: “Death and Death Rates by Race and Sex.” National Vital Health Statistics Reports. 2000.

CDC Web page.

In contrast, in societies where women’s social status is very low, their

life expectancy is reduced by a combination of social factors—eating last

and eating less, complications of frequent childbearing and sexually

transmitted diseases because they have no power to demand abstinence or

condom use, infections and hemorrhages following childbirth, neglect of
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symptoms of illness until severe, and restricted access to modern health

care (Santow 1995; see table 2.2). The relationship between women’s

health and their social status is starkly demonstrated by how care is

allocated within the family in many traditional societies:

A lower-status individual, such as a young female, was likely to be treated only with home

remedies; when assistance was sought outside the household it was more likely to be from a

traditional than a modern therapist. A higher-status individual, such as a male of almost any age

or an adult mother of sons, was likely to be taken directly to a private medical practitioner.

(Santow 1995, 154)

Table 2.2 

Global Life Expectancies, By Ranks and Gender 

(SELECTED COUNTRIES)
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Source: “WHO Issues New Healthy Life Expectancy Rankings: Japan Number One in New ‘Healthy

Life’ System.” 2000. World Health Organization (WHO) Web site. These life expectancies were

calculated using the WHO’s Disability Adjusted Life Expectancy (DALE) measure. As WHO states,

the DALE “summarizes the expected number of years to be lived in what might be termed the

equivalent of ‘full health.’ To calculate DALE, the years of ill-health are weighted according to severity

and subtracted from the expected overall life expectancy to give the equivalent years of healthy life.”

When the causes of disease are genetic and physiological,

environmental exposure often determines their onset, and social resources

influence their outcome. For example, sickle cell anemia and breast cancer

cluster in different racial ethnic groups, but access to knowledge, healthy
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environments, and up-to-date treatment cluster by social class. “The

reason is that resources like knowledge, money, power, prestige, and social

connectedness are transportable from one situation to another, and as

health-related situations change, those who command the most resources

are best able to avoid risks, diseases, and consequences of disease” (Link

and Phelan 1995, 87). Morbidity and mortality rates are therefore useful

for policy recommendations only when accompanied by data on social

factors, such as economic resources, access to health services, community

supports, and cultural values. What Nancy Krieger calls “ecosocial theory”

asks “how we literally incorporate, biologically, social relations (such as

those of social class, race/ethnicity, and gender) into our bodies, thereby

focusing on who and what drives population patterns of health, disease,

and well being” (1996, 135).

Social epidemiologists, health care providers, policy makers, and the

media use morbidity and mortality rates to assess the health of groups of

people and to distribute social resources. And, just like health and illness,

the reliability of these epidemiological rates is also influenced by social

factors. Most importantly, rates vary depending on how the

epidemiological data has been collected and analyzed. For example,

reports of sudden infant death syndrome (SIDS), defined as the sudden

death of an infant less than a year old that cannot be explained by any

other factors, are more common where mothers are poor, have little

education, and are from non-White racial ethnic groups. Biological or

medical models predict a random distribution over social groups. The high

rates for children from non-White racial ethnic groups may be the result of

overreporting—attributing unexplained deaths to SIDS when the families

are poor more often than when they are rich (Nam et al. 1989).

In addition to over- and underreporting, another measurement problem

in social epidemiology is how illness is assessed: Is it by days off from

work, visits to health care professionals, days in hospital, medication use,

or self-assessment? Women are more likely than men to take days off, see

health care professionals, use medication, and assess themselves as sicker.

That is, women are more likely to attend to symptoms than men are for a

variety of reasons, among them familiarity with the health care system

through gynecological checkups, pregnancies, and taking children to

pediatricians. Men are encouraged from childhood to be stoical, and so are

not as likely to see a doctor for nonserious health problems. When they do
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get sick, they are more likely to be hospitalized and less likely to get

psychosocial support (Moynihan 1998). Thus, by epidemiological

measures, women are sicker than men most of their adult lives, but the

health-seeking behavior that produces their high illness rates probably

increases their longevity. Women are not more fragile physically than

men, just more self-protective of their health.

Still another social epidemiological issue is immediate and long-term

causes of death. In establishing causal models of death and disease,

epidemiologists try to find a single cause-and-effect relationship.

However, they must contend with multiple social variables that affect an

individual’s health. For an eighty-five-year-old woman, pneumonia is

often the official cause of death, but long-term causes may be just as

significant. These might be poor nutrition, run-down housing, and no

support services. But in our biomedical world, poverty is never an official

cause of death.

The statistical patterns of morbidity and mortality—who gets sick with

what and who dies when from what—are outcomes of individual behavior

shaped by cultural and social factors, such as availability of clean water

and good food, access to health care, medical knowledge and technology,

and protection from environmental pollution, occupational traumas, and

social hazards like war, violent crime, rape, and battering. For the

individual, health is as much affected by combined social statuses (gender,

racial ethnic group, social class, occupation, and place of residence) as by

personal choices. Indeed, individual behavior is heavily circumscribed by

social statuses—not everyone chooses health risks; for some people,

health risks are built into their daily lives (Haynes et al. 2000). On a

broader social system level, rates of illness and death are significantly

affected by the behavior of health care providers, the policies of health

care institutions and agencies, and the financial support of state and

national governments for research and treatment.

According to Robert Staples,

Black men suffer a disproportionate burden of illness. The drug and alcoholism rate for blacks,

for example, is about four times higher than whites. Whereas black men suffer higher rates of

diabetes, strokes and a variety of chronic illnesses, they are also at the mercy of public

hospitals, and, therefore, are the first victims of government cutbacks. When they do go to a

hospital, they are more likely to receive inadequate treatment. (1995, 123; also see Smedley et

al. 2002)
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Because social factors are so intertwined, gender cannot be easily

separated out. To give you an idea of some of the gendered patterns of

morbidity and mortality that are the combined result of risky and

protective behavior, environments, social expectations, and economic and

other resources, we present a gender analysis of health behaviors through

the life cycle—birth, adolescence and young adulthood, adulthood, old

age, and death.

Birthing and Getting Born: Have Money or Be a Boy

For pregnant women, economic resources can spell the difference between

life and death. For their infants, in poor countries that favor men, all the

advantages go to boys. The physical hazards that produce infertility are

evenly incurred by men and women, but the social stigma and biomedical

treatments are much more difficult for women.

Childbirth and Infancy

One of the important contributors to women’s longer life expectancy in

the twentieth century is the reduction of illness and death in childbirth.3

The use of antibiotics for puerperal infections (“childbed fevers”) and

surgical interventions to prevent heavy blood loss have made dying in

childbirth a rare occurrence in many countries. However, because of

uneven access to prenatal care and safe abortions and inadequate treatment

of childbirth complications, women in the child-bearing years still suffer

from high mortality and morbidity rates in many parts of the world

(Dixon-Mueller 1994; Sundari 1994). A critical public health issue,

maternal mortality rates are acutely different between developed and

developing nations (98 percent of all maternal deaths occur in developing

countries). As the World Health Organization reports, in some countries,

over the course of her child-bearing years, one woman in ten dies from a

pregnancy-related cause. In contrast, in the most industrialized countries,

including the United States, the chances of dying in childbirth average

around one in 4,000.4 In addition, the health of the mother directly affects

the health of the infant. In industrialized countries, “the condition that

enables us to predict with the greatest accuracy whether or not a baby will

be stillborn, sick, malformed, premature, or will die in the first year of
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life, is the mother’s socioeconomic status. If she belongs to a

disadvantaged social class this means, among other things, low income,

poor health, hard domestic and extra-domestic work, low educational

level, and bad housing” (Romito and Hovelaque 1987, 254).

The more economic resources a country has and the more equally

distributed they are, the better the health status and the lower the death

rate of women in childbirth and their newborns in their first year.

Physiologically, girl babies are stronger at birth, and the female hormones

generated at puberty are protective until menopause. However, women’s

longer life expectancy in developed countries, compared to men, reflects

the effects of a healthier environment, better health care, and good

nutrition, which are indicative of enough economic resources to feed

women and girls as well as men and boys and to give pregnant women

good health care (see table 2.3). Another set of statistics related to female

life expectancy is literacy rates and family size. Educated women

contribute income to families and leave the home to work in the public

sphere; they have fewer and more widely spaced pregnancies and their

maternal mortality rates drop.

Table 2.3 

Estimates of Maternal Mortality, by United Nations Regions (1995)

Source: “UN Agencies Issue Joint Statement for Reducing Maternal Mortality.” 1999. WHO Web site.
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In countries that put a high premium on having sons, neglect and

infanticide of baby girls by poorer families and deliberate abortions of

female fetuses after prenatal sex testing by wealthier couples has resulted

in an imbalanced sex ratio (proportion of boys to girls or men to women)

(Renteln 1992). Africa, Europe, and North America have a sex ratio of 95

girls to 100 boys, considered balanced because more boys than girls are

born to compensate for the higher natural death rate of male children. In

China, India, Bangladesh, and West Asia, the sex ratio in the 1990s has

been 94 girls to 100 boys, and in Pakistan, 90 girls to 100 boys. Given the

number of men, there should have been about 30 million more women in

India, and 38 million more women in China (Coale and Banister 1994).

These numbers do not necessarily reflect a complete devaluation of

girls but rather a preference for boys if family size has to be limited. In

China, for example, peasants feel that the ideal family is a son and a

daughter; a daughter is an emotional and financial backup in case the son

proves unfilial in the parents’ old age (Greenhalgh and Li 1995). State

policy, however, has forcefully discouraged a second child if the first is a

son and forbidden a third child in almost all cases. Thus, many families

have one or two sons and no daughters.

In India, the official state ideology of fertility control has been small

families in which daughters and sons are equally valued. The official

image of the modern Indian woman is a mother whose priorities are the

welfare of her family, and, by limiting the number of children, the welfare

of the nation. Women’s burden of responsible parenthood is not matched

by sexual or social autonomy or a diminished cultural preference for sons.

From the point of view of Indian feminists, it is not surprising, therefore,

that resistance to contraception and clandestine female infanticide and

abortions of female fetuses persist (Chatterjee and Riley 2001).5

If countries have state programs to reduce or to increase their

birthrates, women’s wishes are foregone in the interests of official

population policies. The rhetoric of women’s liberation or women’s

empowerment as honored mothers may be invoked to gain women’s

support for having fewer or more children, but it is the interests of the

state, not women, that prevail in “the freighted politics flowing from the

knotting of woman/nation/population” (Greenhalgh 2001, 851). Even

ostensibly “hands-off” societies subtly or openly influence procreative

decisions (Meyers 2001).
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Infertility

Infertility is medically defined as no pregnancy after a year of trying.

It has been more detrimental physiologically and socially for women than

for men, even though male infertility seems to be on the rise and is very

difficult to treat.6

In men, chemotherapy, ulcer and high blood pressure medications,

alcohol, marijuana, and anabolic steroids for bulking up muscles can all

lower sperm counts. In the last decade, research from sixty-one studies

implicates a global environment riddled with toxic pollutants in

significantly lowering sperm counts throughout the world (Swan and Elkin

1999).

In both women and men, there is little protection against workplace

exposure to fertility-reducing toxins. Nurses and anesthetists are exposed

to radiation and powerful anesthetics, and assemblers in electronics

factories work with potentially harmful solvents (Draper 1993). In 1991,

the U.S. Supreme Court decided that employers could not use protection of

the fetus as a rationale for barring fertile women from hazardous jobs. The

decision to take a job that might cause infertility is now up to workers

themselves (including men at risk of sperm deformity). The government

could insist that employers reduce all workers’ exposure to occupational

hazards or equip them with protective devices.7 In addition to job-related

hazards, sexually transmitted diseases, malnutrition, and inadequate health

care have contributed to higher rates of infertility among African

Americans, and they are less likely to have access to expensive procreative

technologies (Nsiah-Jefferson and Hall 1989). For all groups, a significant

cause of infertility in later life are teenage chlamydia infections, a very

common bacterial sexually transmitted disease that may have no

symptoms and therefore go undetected and untreated (Walsh et al. 2000).

In addition, participation in the public sector and the effectiveness of

contraceptive devices have led many women to decide to begin families

later in life, when fertility may have diminished. In the United States from

1975 to 1997, there has been a steady increase of thirty- to thirty-four-

year-old women’s first birth rate (Ventura et al. 2000).

Because so much of the treatment for infertility takes place inside

women’s bodies, women have more at stake but less bargaining power in

the decisions over what to do about not being able to conceive. Whether
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the woman or the man is infertile, the woman is usually the one who

initially seeks help. If she is determined to have a biological child with her

male partner, she has to assure his willingness to undergo demands like

intercourse at ovulation and masturbation to produce fresh sperm. She will

also need sympathy and emotional support throughout the days, months,

and often years of repeated attempts to get pregnant. Conversely, if she

refuses to undergo fertility treatments, her infertile male partner’s

opportunity to have a biological child in this relationship is lost. This

imbalance in the demands of treatment sets up the dynamics of gender

bargaining in male infertility (Lorber 1989; Lorber and Bandlamudi 1993).

There are several assisted reproductive technologies readily available

in many countries. They may or may not be covered under insurance plans

or national health services, and some (such as surrogacy) are illegal in

some countries. Table 2.4 describes these procedures and, where available,

their success rates.

Willingness to undergo repeated infertility treatments, even if they are

unsuccessful, may be a rational decision for women, since families, the

media, and the medical system all favor undergoing treatment (Koch

1990). By going through them, a woman proves to herself, her mate, and

her family members that she has done everything she could to have a

biological child with her male partner. Donor eggs and sperm and embryo

adoption have also made it feasible for single women, women with women

partners, and older women to have children that are biologically their

“own.”8 Not being able to conceive does not harm physically, but socially

and psychologically; the treatments, however, can be physically as well as

emotionally and financially costly, especially for women.

Adolescence and Young Adulthood: 

Good and Bad Social Pressures

Teenagers and young adults face particular risks that threaten their well-

being, risks that are socially produced by their environments and by peer

pressures, such as pregnancies and eating disorders. The lives of poor

young men of color are the most endangered of all groups in the United

States, exposing them to a host of physical and emotional traumas.

Teenage Pregnancy
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Pregnancy soon after menarche is considered the norm in all but highly

industrialized societies, where teenage childbearing is considered a social

and political problem. From a health perspective, there are detrimental

effects of pregnancy on the body of a growing girl and dangers of

prematurity and low birth weight in their babies. From a social

perspective, there are the questions of why teenage boys and girls want to

have babies and what happens to those girls who do get pregnant. The

major social problem for the teenage mother is the risk of ending up in

poverty if she is not already poor or staying poor if she is.

Table 2.4 

Assisted Reproductive Technologies (ART), with Success Rates
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aHendin et al., 2000.

bFredericks, Paulson and DeCherney, 1987.

c“Assisted Reproductive Technology Success Rates.” National Summary and Fertility Clinics

Reports, 1998 and 2000. CDC Web site.

dCayan et al., 2001.

 

Statistics of teenage pregnancy in the United States by racial and

ethnic group show rates for Black and Hispanic teens to be twice as high

as those for White teens; these differences are attributed to multiple

factors, including contraceptive use, age of first intercourse, and amount
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of sexual activity thereafter (Ventura et al. 2000). In the last decade, there

has been a continued decline in the teen birth rate in the United States,

with a 21.4 percent drop from 1990 to 1998 among 15- to 17-year-olds.9

The largest decline was among Black teens in the same age group—32.1

percent—and the smallest among Hispanic teens—11.8 percent. Hispanic

cultures are sometimes contradictory about nonmarital pregnancies,

condemning sexuality outside of marriage but valuing children. The

positive attitudes towards fatherhood among young men in many cultures,

and their intentions to play a significant role in the lives of their children

and their children’s mothers, also make it difficult for teenage girls to

practice birth control or have an abortion (Anderson 1989; Marsiglio

1988).

Changing social trends, such as more effective contraceptive use by

sexually experienced teenagers, are reflected in the recent decline in

teenage pregnancies in the United States. Participation in high school

athletics is protective against teen pregnancy for girls (Sabo et al. 1999).

Thanks to changing views of athletic femininity and equalization of

funding for girls’ sports, girls are increasingly seeking self-esteem in

these arenas (Dworkin and Messner 1999).10 In general, the incidence of

teenage pregnancy is low where sex education is part of the school

curriculum and contraceptives and early abortions are widely available

(Jones and Forrest 1985).

Endangered Species

Even when young women become pregnant, they are less vulnerable to

early mortality than the young men of their racial ethnic groups. Because

of multiple risk factors, young African-American men living in

disadvantaged environments are the most likely to die before they reach

adulthood. In 1998, in the United States, the leading cause of death for all

individuals in the 5- to 44-year-old age range is accidents, largely motor

vehicle.11 However, the leading cause of death for young Black men aged

15 to 24 in 1998 was homicide. Because of the 1990s trend of early death

rates due to homicides, suicides, and accidents, young African-American

men have been called an endangered species (Gibbs 1988; Staples 1995).

Criminalization of Black men has led to overrepresentation in the

prison system; they comprised 45.7 percent of the incarcerated in the
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United States in 1999. There are significant health concerns for men in

prisons, including injury, rape, AIDS/HIV, tuberculosis, hepatitis, and

mental illness. Although it is well known that rape is common in prisons,

it is difficult for the social epidemiologist to calculate rates. Prisoners’

rights are generally not deemed important or necessary, as evidenced by

the fact that nearly half the states do not collect statistics on rape in

prisons. Lack of prevention tactics for rape and drug addiction and lack of

treatment for latent infections have created a health crisis for men in

prison, with AIDS and hepatitis rates much higher for men in prisons than

in comparable groups who are not incarcerated (Kantor 1998; Rhode

2001).

Young men’s “taste for risk” has been attributed to sociobiological

factors (Wilson and Daly 1985), but more plausible explanations are the

seductiveness of danger, displays of heterosexuality and masculinity, and,

for Black men, despair over the future (Staples 1995). African-American

men who have sex with men are less likely to identify as gay or disclose

they are gay. This social stigma increases the difficulty of reaching these

men with AIDS prevention and treatment (Kennamer et al. 2000).

Although there is a high incidence of HIV infection and AIDS in young

Black and Hispanic men, especially when they are intravenous drug users,

the consequent AIDS-related illnesses and deaths occur later on, between

the ages of 29 and 41 (Kranczer 1995). Another risk factor is the

recruitment into often violent sports, which can be a path to higher

education for poor and working-class boys (Messner 1992). The few who

go on to become successful professional athletes have only a few years to

make it, and they cannot afford to be sidelined by injuries. “Playing hurt”

and repeated orthopedic surgeries have a high physical toll. Injuries,

alcoholism, drug abuse, obesity, and heart disease take about fifteen years

off the life expectancy of professional football players in the United States

(Messner 1992, 71).

Making the Body Beautiful

Anorexia (self-starvation) and bulimia (binge eating and induced

vomiting) are extreme ways to lose weight in order to meet Western

cultural standards of beauty and to maintain control over one’s body

(Bordo 1993; Brumberg 1997; Gremillion 2002). Eating disorders are
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extremely difficult to reverse and can lead to hospitalizations and even

death (Ben-Tovim et al. 2001).

Otherwise well protected against health risks, young White middle-

class college women who are dissatisfied with their body image are

vulnerable to eating disorders (Cooley and Toray 2001).12 Different

cultures think thinness or heftiness is beautiful in women (Miller and

Pumariega 2001). The significance of society’s views of compulsory

heterosexuality and femininity are highlighted by research comparing

heterosexual women, who are subject to pressure from the media and the

significant men in their lives to stay thin to be sexually attractive, and

lesbians, whose views of beauty are not influenced by men’s opinions.

Lesbians are heavier than comparable heterosexual women, more satisfied

with their bodies, and less likely to have eating disorders (Herzog et al.

1992).

Women and men college athletes are prone to anorexia and bulimia

when they have to diet to stay in a weight class (Andersen 1990; Black

1991). A study of 695 athletes in 15 college sports found that 1.6 percent

of the men and 4.2 percent of the women met the American Psychiatric

Association’s criteria for anorexia, and 14.2 percent of the men and 39.2

percent of the women met the criteria for bulimia (Burckes-Miller and

Black 1991). The reasons for strict weight control are not standards of

beauty but the pressures of competition, to meet weight category

requirements, to increase speed and height, and to be able to be lifted and

carried easily in performances. Eating disorders here are an occupational

risk taken not only by young athletes but by dancers, models, jockeys, and

fitness instructors, as well as professional gymnasts, figure skaters,

runners, swimmers, and wrestlers.

Men and boys also have idealized body images fueled by exposure to

childhood toys, like superheros and action figures, and the athletic

entertainment industry, such as the World Wrestling Federation (Pope et

al. 2000). Attaining this ideal masculine physique may lead to unhealthy

practices. In the United States, since 1991, the use and abuse of anabolic

steroids, synthetic substances that promote growth of skeletal muscles, has

increased annually for tenth graders.13 Team doctors routinely inject

painkillers and cortisone so injured players can play with injuries, and

they supply amphetamines to enhance performance and steroids to

increase muscle mass.
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Steroid use among women and men body builders who enter

competitions is endemic, despite their virilizing effects in women and

feminizing effects in men (Fussell 1993; Mansfield and McGinn 1993).

Some of the physical side effects of steroid abuse include baldness,

impotence and sterility, heart disease, and liver and kidney damage.

Adulthood: Health by Choice or by Circumstances?

Many of the risky health behaviors in adulthood, such as drinking and

smoking cigarettes, seem to be a matter of individual choice. But a closer

look reveals that social factors linked to gender, racial ethnic group, and

economic class produce the situational circumstances that influence

health-related behaviors.

A study of 4,099 White women and men and 888 Black women and

men living in New York State found that Black women were most likely to

abstain from drinking (Barr et al. 1993). Black men in this study were

more likely than White men to abstain, but also most likely, of all four

groups, to be heavy drinkers when they did drink. A study of gendered

styles of drinking showed that women of all racial ethnic groups who

drank were less likely than men to become visibly intoxicated and to

abandon control, behavior that would be considered unfeminine (Robbins

and Martin 1993). When economic status was added to the analysis, it was

found that the poorest and least educated Black men had significantly

higher rates of alcohol and illicit drug consumption and alcohol-related

problems, such as accidents and run-ins with the police, boss, fellow

workers, and family members. They are, as a result, more likely to suffer

from high blood pressure and die early of coronary artery disease,

especially if they also smoke (Staples 1995).

There are significant differences in the use of legal and illegal drugs

among women and men. From 1992 to 1997, regular cocaine use increased

for women but men’s cocaine use declined slightly.14 There is also a high

incidence of reports of abuse in childhood, domestic violence, and

substance abuse among women who seek treatment for alcohol and other

drug problems.15 When women do seek treatment for drug addiction, they

often face discouraging obstacles. Many clinics do not provide child care

and many residential treatment programs do not admit women with

children (Breitbart et al. 1994).
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Women are more than twice as likely as men to be prescribed

tranquilizers and sleeping pills, but men often obtain such medications

from women—their wives, sisters, or friends—when they are under stress

(Ettorre and Riska 1995). Both women and men physicians prescribe these

medications to women more than they do to men with similar difficulties,

but men physicians are significantly more likely to do so (Taggart et al.

1993). Addiction to these legally prescribed drugs is also a more serious

problem for women than for men (Pincus et al. 1998). Elizabeth Ettorre

and Elianne Riska (1995) argue that both the gendered use patterns and the

prescribing patterns reflect powerlessness: Prescribing tranquilizers for

women stressed out by their triple duties as wives, mothers, and paid

workers treats the symptoms, not the causes, which women physicians are

more likely to recognize. When men in difficult social situations ask

sympathetic women they know rather than their men physicians for

tranquilizers, the same gender dynamics of status seem to be at issue.

Homicide rates are greater for disadvantaged men but, paradoxically,

higher for educated women in the labor force. A cross-national,

longitudinal comparison of eighteen industrialized countries found that as

women’s lives between 1950 and 1985 moved away from traditional roles,

they were more likely to be murdered (Gartner 1990). The authors argue

that although women confined to the home are subject to violence from

husbands and other men relatives, women who work for pay, especially in

nontraditional occupations, and single women living on their own are also

vulnerable to being killed by acquaintances and strangers.

Work and Family: Protection and Danger

Jobs and families are complex variables with good and bad effects on the

physical and mental health of women and men. Both are arenas for social

support, which is beneficial to health; both are sometimes hazardous

environments with detrimental physical and emotional effects (Chavkin

1984).

Work-Family Demands and Rewards

Although having a paid job outside the home usually enhances

women’s physical and mental health, jobs can be physically hazardous to
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women as well as men. Homicide is the leading cause of injury and death

for working women (it ranks second for men), with 163 women murdered

at work in 1998.16 Many women’s jobs are as physically dangerous as

some men’s jobs (Messing 1997). For example, hospitals expose nurses to

infections, radiation, and dangerous chemicals. The home can be a

dangerous work environment, too, full of toxic chemicals and potential

allergens.

The job and the home can each produce high levels of psychological

stress for women and men, and workplace and family stresses can spill

over into each other. In two-job families, women often resent having a

“double shift”—paid work plus housework—and men in turn feel that

demands are made on them in the home that husbands in traditional

marriages don’t have (Glass and Fujimoto 1994). However, marriage

extends men’s and women’s life spans, but through different means: “

‘His’ marriage seems to consist of a settled life, improved perhaps by the

household management skills and labors of his wife. . . . ‘Her’ marriage

seems to offer primarily the benefits of improved financial well-being”

(Lillard and Waite 1995: 1154).

The effects of workplace and family stress, role conflict, depression,

and negative feelings on vulnerability to illness are hard to document. The

connection between stress and heart attacks, for example, is not proven

(Waldron 1995). Moreover, some “hardy personalities” thrive under stress

(Ouellette 1993). A study of the effects of combined roles (work,

marriage, and motherhood) in a sample of 1,473 Black and 1,301 White

women found that work was significantly associated with lower blood

pressure only for educated Black women (Orden et al. 1995). Being

married was correlated with raised blood pressure for White women, but

motherhood with lower blood pressure, even for single mothers.

Violence in Families

The home is not only a place of potential environmental hazards and

stress, it can also be the site of physical violence, including murder.

Although it is known to be seriously underreported, physical and sexual

abuse by a family member affects millions of girls and women worldwide.

According the World Health Organization, between 10 to 50 percent of
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women report being physically assaulted by an intimate partner in her

lifetime.17

Men whose masculinity is tied to norms of dominance but who do not

have the economic status to back up a dominant stance are likely to be

abusive to the women they love, either psychologically or physically, and

often both. James Ptacek’s interviews with eighteen men in a counseling

program for husbands who battered found that they felt they had a right to

beat their wives: “There is a pattern of finding fault with the woman for

not being good at cooking, for not being sexually responsive, for not being

deferential enough . . . for not knowing when she is ‘supposed’ to be silent,

and for not being faithful. In short, for not being a ‘good wife’ ” (1988,

147). Wife beating was once approved in most communities and is still

condoned today where there is an ideology of men’s authority over their

wives. The response of the health professionals to emergency room visits

by battered women indicates that many have ambivalent attitudes

(Warshaw 1996).

Old Age: Women Live Longer but Not Better

Although the physiological aspects of old age seem to override social

factors, in that women of every racial ethnic group in industrial societies

outlive the men of their group, the quality of their lives in old age can

suffer because of poverty and few social supports.

The later years of life present women and men with sex-specific health

risks. The older men get, the more likely they are to develop prostate

cancer, especially among Blacks (Weitz 1996, 53–55). It can be treated

with surgery and chemotherapy, but both have side effects, such as

impotence and urinary incontinence. After menopause, women are faced

with increased risks of bone fragility and heart disease. In addition to

these sex-specific physiological risks, social factors make getting older

and dying different experiences for women and men. With longer life

expectancy, many women in industrialized countries can expect to outlive

their husbands or long-term male companions. As a result, an older

woman will probably take care of the man she lives with during his last

illness, but have no one to care for her when she is ill.18 With the shift of

convalescent care from hospitals to home, someone needs to give

medications and injections and change wound dressings (Glazer 1990).
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Even if home health care givers are hired, someone needs to supervise and

fill in; this “someone” is usually a wife or other woman relative. These

caregivers frequently experience steady declines in their own physical and

mental health throughout the duration of caregiving (Marks 1998).

For many elderly women, a daughter or daughter-in-law will help with

shopping, housekeeping, and paying bills. But who takes care of elderly

widows without children and those who have never married (Wu and

Pollard 1998)? Women eighty-five years and older are more likely to be

poor and living with relatives or in nursing homes than men of that age are

(Longino 1988). Thus, for many women, the advantage of long life may

not look like such a dividend after all.

Dying: Gendered Death Dips

One area in which social factors and physiological outcomes intertwine

dramatically are “death dips.” These are statistical drops in the expected

rate of death in the weeks or days before a socially meaningful event,

followed by a statistical rise a week or two later. Since the meanings of

social events are gendered, we would expect that death dips would be, too.

And so they are.

In the 1970s, David Phillips and his colleagues documented an

intriguing epidemiological statistic—famous people were less likely to die

in the month preceding their birthday than in the month after. He argued

that they had postponed their deaths in order to participate in their public

birthday celebrations. He also found, examining official tables of dates of

death, that ordinary people also postponed dying until after important

social occasions, such as presidential elections in the United States, and

among Jews, the holiest day of the year, the Day of Atonement (Yom

Kippur), and Passover, the popular celebration of liberation from Egyptian

slavery (Phillips and Feldman 1973; Phillips and King 1988).

This and subsequent research has revealed that the death-dip

phenomenon around major religious holidays is quite gendered, because of

the different meanings of these events to women and men. Religious men

tend to postpone death after major holidays that are centered on ritual

observances; women tend to postpone death when the holidays are family-

centered celebrations.
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The Passover death-dip, for instance, occurs only among men. There

was a 25.8-percent rise in deaths in the week after Passover among White

men with unambiguously Jewish names who died in California between

1966 and 1984; for women, there was no such difference in deaths

immediately before and after Passover (Phillips and King 1988). Although

it is a family-centered holiday, the ritual seder is led by men; the cooking

and serving is women’s work. Statistical analysis of the death rates in a

different population found the same gender pattern for all the major

Jewish holidays (Idler and Kasl 1992). Jewish women’s death patterns are

similar to all nonobservant Jews—they are more likely to die in the month

preceding a major holiday than in the month after, while Jewish men and

all observant Jews are more likely to die in the month after (Idler and Kasl

1992, table 4).19 These researchers’ explanation is that Jewish men’s

involvement in religious observances is more central to their lives than to

Jewish women, who are excluded from religious leadership in traditional

Judaism.

The opposite pattern is true for Black and White Catholics and

Protestants—women and men, observant and nonobservant, postpone

death until after Christmas and Easter (Idler and Kasl 1992, table 3). In

fact, women are more likely to postpone dying until after these events,

which tend to be family-oriented rather than purely religious celebrations.

A Finnish analysis of 60,000 deaths for the 1966–1986 period found that

only women postponed dying until after Christmas, a family-centered

holiday where the senior woman cooks the celebratory meal (Reunanen

1993).20 A similar gendered phenomenon occurs around the Harvest Moon

Festival among Chinese women aged seventy-five and older; their

mortality rate is lower in the week before the holiday than in any other

six-month period studied (Phillips and Smith 1990). Older women play the

central part in the Harvest Moon Festival; the senior woman of the

household supervises daughters and daughters-in-law in the preparation of

an elaborate meal. The shift in dying does not occur among elderly

Chinese men.

The dip in expected deaths the week before a major religious festival

and the rise the week after has been documented for Chinese women with

cerebrovascular and cardiac diseases and for Jewish men with these

diseases and also with malignant tumors (Phillips and Smith 1990). Such

psychosomatic and gendered effects of social beliefs are even starker
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among Chinese-Americans born in a year considered ill-fated in Chinese

astrology who have a disease considered particularly detrimental for that

birth year (Phillips et al. 1993). Their average age of death occurs almost

two years earlier than among non-Chinese and those born in more

advantageous years who have the same illnesses. Women with the ill-fated

combination of birth year and disease lose more years of life than men.

The gender pattern, the authors speculate, is due to greater traditionalism

among Chinese-American women. However, the researchers argue that the

crucial factors are behavior as well as beliefs. “Patients with ill-fated

combinations of birth year and disease may refuse to change unhealthy

habits because they believe their deaths are inevitable and thereby reduce

their longevity. For example, earth patients with cancer may be less likely

to quit smoking and fire patients with heart disease may be less likely to

change their diets or exercise habits” (1993, 1144). How should a social

epidemiologist classify these early deaths? Is the cause individual

behavior, cultural beliefs, community practices, gender, ethnic

identification, social class? Or all of the above?

Summary

Basic epidemiological statistics, such as life expectancy, cause of death,

and illnesses throughout life, reflect the economic resources of a society,

the levels of institutional racism, and the social status of women and men

and girls and boys.

Women’s longer life expectancy in modern industrialized societies

depends in great part on access to medical care in pregnancy and

childbirth. The effects of childbearing in adolescence, which often results

in premature births and low birth-weight infants who may be physically

underdeveloped, are associated with poverty, lack of prenatal care, and few

social supports. When friends and family provide care and concern during

pregnancies, the outcome is likely to be physically and psychologically

favorable for both infants and mothers.

Hazardous work environments and delayed first pregnancies affect

fetal development and sperm production and may result in infertility in

men as well as women. In social stigma and extensiveness of treatment,

however, the burden of infertility is much greater for women than for men.
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The constant innovation of assisted reproductive technologies as a means

to achieve pregnancy is marketed to older, economically stable women.

From available data, we know that Black and Hispanic adolescents of

both genders are more vulnerable to poor health and early death because

they live in dangerous social environments, but girls and young women are

less likely to engage in health-endangering behavior than boys and young

men. Because of the combination of social factors in their disadvantaged

neighborhoods and in their compensatory risk-defying actions, young

Black and Hispanic men in United States inner cities have high rates of

death from homicide, suicide, and accidents before they reach adulthood

and from AIDS later on. Greater incarceration rates also expose

disadvantaged young men to many health risks in prisons.

In adulthood, economic factors affect the health risks of women and

men of various racial ethnic groups differently—poor men from

disadvantaged groups are more vulnerable to occupational traumas and

homicide; poor women from these groups to having and raising children in

poverty. For all adults, smoking, drinking, taking drugs, lack of exercise,

and poor diets are health-related behaviors somewhat under individual

control, although having the time to exercise and the money to buy

nutritional food may be significant situational obstacles to a healthy

lifestyle. In addition, peer-group and family supports—social,

psychological, and economic—influence individual health behaviors.

These supports can be detrimental as well as protective, and their effects

are gendered. Peer groups encourage alcohol consumption among college

men and extreme forms of dieting among college women.

Juggling work and family responsibility may be more stressful for

women than for men, but employment is beneficial to the physical and

mental health of both women and men, providing not only income but a

social circle. Having little control over one’s work situation produces a

high level of stress, so that people in low-level jobs and middle

management may suffer more depression and psychosomatic illnesses

than people in high positions. Men from disadvantaged racial ethnic

groups and all women are most likely to have jobs with little mobility and

autonomy. However, stress may not always be detrimental to health; some

people have been found to thrive on it.

The home can also be the site of violence: Most women who are

battered suffer at the hands of their husbands and lovers. A few fight back,
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and when they do, the violence escalates, often ending in homicide. The

health care system does not often intervene in battering cycles, even when

women show up in emergency rooms badly injured.

Old age and dying, like being born, are a gendered social phenomenon.

Life expectancy and timing of death are influenced by social as much as

physiological factors. Having someone to take responsibility for home

care is as important as access to medical care in the longevity and quality

of life of the elderly, and men are more likely to have a woman take care

of them than vice versa.

The “death dip” phenomena, in which people with chronic or terminal

illnesses postpone dying until after a meaningful event, such as a birthday,

national election, or religious holiday, demonstrate the power of the social

and psychological over physiology. The influence of gender is evident in

the variable meaning of these events to different groups of women and

men.

In sum, from the beginning to the end and throughout life, the human

experiences of birth and death, disability and illness are embedded in

social contexts. Because gender is such an important part of social life,

women’s and men’s experiences, as we have seen, are different in sickness

and in health, when rich and when poor, and in death, their lives are quite

far apart.

Notes
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2. See note 1.
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6. See Abbey et al. 1991; Cooper and Glazer 1998; Sandelowski 1993; Spark 1988.
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child. One partner’s egg is inseminated with donor sperm, and the other partner gestates and gives birth

(Sourbut 1997, 158).
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10. Their lessened vulnerability to pregnancy and sexually transmitted diseases, however, is offset

by their highly increased risk of traumatic injuries, such as torn knee ligaments, which girls seem to be

particularly prone to (Longman 2001).

11. See note 9.

12. According to the DSM-IV, a diagnostic manual for mental health, more than 90 percent of

anorexia cases are women.

13. “Anabolic Steroid Abuse.” National Institute on Drug Abuse Research Report. 2000. NIDA

Web site.
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18. One study found that wives who become seriously ill and need care are vulnerable to divorce

(James 2001).

19. Idler and Kasl did not break down their observant vs. nonobservant data by gender.

20. We are indebted to Elianne Riska for bringing this paper to our attention and for supplying us

with an English summary and a description of Finnish Christmas customs.
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CHAPTER 3

Hierarchies in Health Care: 

Patients, Professionals, and Gender

I really don’t know whether the influx of Blacks and women will change the medical profession

in any fundamental way. The way medical education is, I think that sometimes there’s a role

that they want you to fill, and the pressures to conform to that role are so strong. There’s a

whole thing that if you’re different, you’re ostracized, you feel that you don’t know as much.

There have been some changes, but I don’t know how widespread they’re going to be.

(Gamble 1982, 258)

 

Most people think of medicine as a man’s profession, but the majority of

the professional health care workers in Western medicine are women.1

Women have been entering medical schools in the United States and

Europe in greater numbers in the past thirty years. In the United States,

women are 44 percent of medical students and 23 percent of all

physicians.2 In Finland, 49 percent of the professionally active doctors are

women; in Sweden, 38 percent; in Denmark, 35 percent; and in Norway, 28

percent.3 Despite their increasing numbers, the profession has not

“feminized,” but is still somewhat gender-segregated and gender-

stratified. Men physicians tend to specialize in the more glamorous (and

better-paying) areas, such as brain surgery, diseases of the heart, plastic

surgery, and sports and space medicine; women physicians’ specialties are

primary care—family medicine, pediatrics, obstetrics and gynecology,

dermatology, and ophthalmology—necessary but sometimes routinized

work.

Since many women physicians work with other women health care

professionals in clinics and primary care practices, patients more and
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more think of the health care provider as a woman (Coulter et al. 2000). In

this chapter, we will look at the changing and continued hierarchies among

health care professionals and the impact the growing number of women

doctors has made on the delivery of health care.

Hierarchies of Health Care Providers

At the top levels of medical schools and research centers, women

physicians are underrepresented compared to their numbers in the rest of

the profession. More women than men have gone into academic medicine

in the United States in recent years, but the “pipeline” leaks badly as they

go up the professional ladder (Nonnemaker 2000). They are not promoted

at the same rate as men doctors. Because women doctors still face sexism

and lack effective mentors, they rarely become chiefs of departments or

directors of major research centers, even if they are free of family

obligations (Yedidia and Bickel 2001). In 1998, there were six women

medical school deans out of 119 in the United States, with somewhat

better representation as associate and assistant deans. However, three

medical schools had no women deans at any level.4

The medical profession in the United States is imbalanced with regard

to racial and ethnic groupings as well.5 In 1999–2000, there were more

African-American women medical students than men—3,188 to 2000, but

more Asian/Pacific Islander men students than women—7,138 to 5,580.

These were the two largest non-White groups in U.S. medical schools who

were not foreign students. Compared to the 8 percent of medical students

who were African American and the 19 percent who were Asian as of

1997, only 1 percent of the full professors were African American and 6

percent were Asian. There is only poor data on all physicians by racial and

ethnic categorization.6

There are two main parallel health care professions—dentistry and

pharmacy. The number of women dentists in the United States has doubled

since 1987, from about 11,000 to more than 22,000 today, and they make

up 28 percent of dentists under forty.7 Currently, 19 percent of all dentists

in the United States are women, but they are 31 percent of those who are

professionally active. The majority, like men dentists, are in private

practice. Only 4 percent specialize in pediatric dentistry. Despite their

similarities, there are substantial gender differences in income and in
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teaching rank in dental schools. A comparison of women and men dentists

in full-time general practice showed that men earn about $26,000 more per

year than women dentists (Brown and Lazar 1998). The percentage of

women dental school graduates has ranged between 35 and 38 percent

since 1990; the percentage of women faculty in 1997 was 21.8 percent, of

whom 6 percent were full professors, compared to 22 percent of the men

faculty (AADS 1997). Thus, dentistry in the United States is still a man’s

profession, unlike many European countries, where it is considered

women’s work.

In the United States and Canada, more than half of pharmacists are

women. In many European countries, it is a woman’s profession. In North

America, women pharmacists mainly work in hospitals or in chain stores,

men as owners or managers of drugstores. The authors of a study of

Canadian dentistry patterns feel that pharmacy is not feminizing; rather, it

is quite gender-segregated by practice settings (Tanner and Cockerill

1996). However, in the United States, in nontraditional occupations for

women, the workers with the highest median weekly earnings ($1,105) in

1999 were pharmacists; they earned more than women lawyers, electrical

and electronic engineers, computer systems analysts and scientists, college

and university teachers, and physical therapists.8

Nursing is the largest women’s occupation in the United States, with

two million registered nurses.9 Most nurses work in hospitals, where they

have increasing autonomy but ultimately take their orders from

physicians. Their salaries range from $30,000 to $60,000, depending on

region. Nurse practitioners work on their own or in clinics and do many of

the examinations, vaccinations, and other primary care for minor illnesses,

injuries, and checkups. They are licensed to prescribe medications. Other

nurses with advanced degrees include certified nurse anesthetists and

certified nurse-midwives. Among nurses in the United States, divisions are

racial ethnic and class-based (Glazer 1991). Those in administration,

teaching, and research are college-educated and predominantly White;

licensed practical nurses and aids tend to be working-class women of

color. Nursing aides, orderlies, and attendants number close to two million

and 90 percent are women, many from disadvantaged groups and recent

émigrées. In 2000, their median usual weekly earnings were $333; men in

the same jobs earned 12 percent more.10
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There has been a shortage of RNs in the United States for the past

several years, with declining enrollments of students in entry-level

bachelor’s degree programs.11 At the same time, enrollment for advanced

nursing degrees and certificates has increased. These trends are not

surprising, given the increased opportunities for women in medical and

other professional schools, and the structural subordination of hospital

nursing.

These gendered and racialized hierarchies of health care shape the

encounters between patients and professionals.

Nurses: Doctor’s Handmaidens or Partners?

Nursing has always been and still is a woman’s profession. Women have

always nursed the sick at home, and continue to do so, but since Florence

Nightingale created nursing as part of medical care during the Crimean

War at the end of the nineteenth century, women have supplied the hands-

on care in hospitals and other medical settings.12 There are men nurses and

physicians’ assistants (an occupation that grew out of military medics),

but their numbers are small. Professional nursing’s lack of attraction for

men is in part the result of its history. Nightingale won doctors to the

cause of professional nursing by making it clear that nurses would be “the

physician’s hand” and would only act under a doctor’s orders. The schools

she opened in Europe were for well-bred “gentlewomen”—middle-class

women who wanted a genteel career. Almost like nuns, to this day in

England nurses are called “sister,” and the head nurse is called “matron.”

In the United States, nursing schools were places where poor women

could get room and board as well as training (Ashley 1976; Melosh 1982).

Nursing schools were attached to hospitals—those for Black students to

hospitals run by Black doctors to serve Black patients (Hine 1989). As

students, nurses provided the hospitals to which their schools were

attached with free labor; when they were sent out to do home nursing, their

wages went to the school. As a result, when they graduated, they often

could not find work, either in hospitals or as private nurses in homes. The

road to unionization and good wages was long and hard (Sexton 1982).

Today, nursing staffs are the first to be cut back when hospitals lose

income because of lowered insurance payments. Many nurses have
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become an international mobile army of temporary and part-time workers,

following personnel shortages.

Florence Nightingale succeeded in upgrading and professionalizing

nursing through a curriculum that combined biomedical science with

hygiene and hands-on bedside care. Everything the nurse did was to be

medically therapeutic. When hospitalized patients’ emotions and social

situations were discovered in the mid-twentieth century to have an impact

on their recovery rates, tender loving care (TLC) was added to nursing

practice. In theory, the nurse was to be “mother” to the doctor “father,”

equally responsible for the patient “child.” In practice, however, the

nurses’ job is to carry out the doctors’ orders for medication, hooking up

and watching machines, and monitoring vital signs (Strauss et al. 1985). If

patients get any attention to their emotional needs, it is from women at the

bottom of the hierarchy, such as nurses’ aides and nursing home

attendants, who are the lowest-paid paid health care workers (Diamond

1992).

Men nurses are encouraged by their mentors to move into positions of

authority, as it is considered inappropriate for a man not to move up to

supervisory and administrative positions. They are on a “glass escalator,”

upwardly mobile whether they are ambitious or not (Williams 1992). But

they sometimes face a glass ceiling at higher levels. Women heads of

nursing are too visible for them to be replaced by men.

Whether they are men or women, administrators or bedside caretakers,

nurses’ structural position in Western hospitals is subordinate to doctors,

even when they work as a team. Nurses’ training and practice is supposed

to focus on care (contrasted with the physician’s focus on cure), which

“blurs the distinction between the medical and the social, the

physiological and the psychological” (Fisher 1995, 10). Unfortunately,

socioemotional care does not place very high in medical priorities. The

doctor’s perspective is the “voice of medicine”; the patient talks with the

“voice of the lifeworld.” These voices represent “the technical-scientific

assumptions of medicine and the natural attitude of everyday life”

(Mishler 1984, 14). Both voices need to be heard to understand an illness

in its entirety, but, except for those doctors practicing medicine, the voice

of medical authority usually prevails over the lifeworld voice of

participating patients’ experiences.

With the increase in women doctors, has this perspective changed?
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Gender and Physicians’ Practice Styles

The doctor-patient relationship is interactive, but the doctor usually sets

the tone of the encounter. Today, men and women physicians both say they

have to understand their patients’ daily lives, work and family roles, and

emotional needs to adequately treat them for physical illness, but patients

claim that women physicians are more “humane”—more responsive to

their social and emotional problems than men physicians (Fennema et al.

1990). These gender differences do not come from women doctors’

motherliness or greater nurturance, but from the interactive and situational

effects of the practice setting. As primary care physicians treating many

aspects of the health problems of long-time patients, women physicians

tend to encourage patients to participate by asking what they expect and

think—and by listening to their answers. They talk more to their patients,

but, more important, allow patients to talk more as well, especially about

personal and family issues (Roter et al. 1991). In turn, patients feel that

women doctors are less intimidating and so can be asked more questions

and argued with (Roter and Hall 1998).

One study that found little difference in verbal communication

between men and women physicians also found that women physicians’

nonverbal communication styles were more supportive than those of men

physicians (Hall et al. 1994). In comparing patients’ behavior, they found

that both men and women patients spoke more to women physicians and

that women patients offered more medical information to women than to

men physicians. The women physicians encouraged their women patients’

narratives with supportive statements, “uh-huhs,” and nodding. In contrast,

the women physicians’ interactions with men patients, who were usually

older than they were, showed evidence of tension and role strain. In these

encounters, older men patients’ expectations that the doctor should be

authoritative run counter to women doctors’ egalitarian approach.

Participatory decision-making was the subject of a study of patients

and physicians of different racial groups and genders (Cooper-Patrick et

al. 1999). In telephone interviews, 1,816 patients of an urban managed

care practice were asked to rate their primary care physicians on their

participatory decision-making styles. The racial categories of the patients

were 45 percent African American and 43 percent White; 66 percent were

women. The 64 physicians who were evaluated were 25 percent African
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American, 56 percent White, and 37 percent were women. With all other

variables held constant, patients whose racial category was the same as

their physicians rated their visits as significantly more participatory than

when they were of a different racial category. Women physicians were

rated as more participatory in their decision-making than men physicians,

but gender congruity was not a significant factor in patients’ evaluations

of the visit.

Gender congruity is a factor when lesbians who feel they will be

stigmatized for their lifestyles seek out women physicians. Even if they

are heterosexual, lesbian patients feel women doctors will be

knowledgeable about their social situation because they have faced the

same problems of sexual harassment and discrimination (Brogan et al.

1999). These concerns are recognized by health care professionals as well;

for example, the U.S. Institute of Medicine did a two-year study on the

health care needs of lesbians (Solarz 1999).

In a study of health care encounters between lesbians and physicians,

45 lesbians, half of whom were women of color, evaluated 332 health care

encounters with women and men doctors (Stevens 1996). In 92 percent of

the accounts about men doctors, the women evaluated them negatively; the

same was true for only 44 percent of the visits to women doctors. Negative

aspects of care were “verbal intrusion on their dignity, denigration of their

intellect, and dismissal of their concerns but also . . . loss of control over

bodily appearance and reproductive functioning, violation of bodily safety,

and sexualization” (p. 37). A positive encounter was characterized by what

was described as “solidarity: compassionate competence, empowering

information exchange, and negotiated action” (p. 29). Particularly valued

was “pragmatic clinical competence [combined with] sympathetic

consciousness of clients’ needs” (p. 29), so that medical advice was

offered in a way appropriate to the client’s situation. The lesbian clients

wanted knowledge that would enable them to promote and maintain their

own health and well-being, and they also appreciated being involved in the

diagnosis and decisions about treatment.

Because so many women doctors are in primary care, patients come to

them with all their problems—major and minor illnesses, physical and

emotional symptoms. There is a danger, then, that they will become “the

defacto psychosocial experts in the care of patients and increasingly

assume responsibility for the management of emotionally distressed
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patients” (Roter and Hall 1998, 1096). This expertise can have a backlash.

Doctors of either gender in office practice generally prefer similar types of

patients—those who allow them to carry out their work with a minimum

of fuss, who are cooperative, trusting, appreciative, and responsive to

treatment (Lorber 1984, 56–57). In one study, however, more women

doctors said they liked their patients than men doctors did (Hall et al.

1993). The differences patients perceive between men and women doctors

may be a self-fulfilling prophecy. If patients think women doctors are

more empathic, the women may in turn cultivate an expressive style to

meet patients’ expectations. Thus, women doctors may or may not be

more attuned to the “whole patient” because they are women, but if

patients think they are, they may prefer a woman doctor, especially for

primary care. However, they may also be more dissatisfied with their care

if a woman doctor does not live up to their gendered expectations. Patient-

centered skills can be taught in medical schools, and it would be better for

patients if men as well as women doctors learned to use them and to make

them part of their general routine (Roter and Hall 1998).

Are Women Doctors Better for Women Patients?

When we look at medical practice, we find that not only do women and

men doctors have different practice styles, but that women doctors order

more tests for women patients.13

In an area of medical practice where the risks for women are well

known—breast and cervical cancer—as are the guidelines for regular Pap

smears and mammograms, whether they are recommended seems to

depend on the gender of the doctor. Studies covering thousands of patients

in the United States have found large, statistically significant differences

between the recommendations for these tests by women and men doctors.

In one study using a national sample of 5,536 women patients, the more

than 90 percent with men health care providers were less likely than those

with women doctors to have had a Pap test in the previous three years, and

for those over age forty-five, to ever have had a mammogram (Franks and

Clancy 1993).

Another study, which used the records of a large midwestern medical

health plan, found that women who were patients of women doctors were

nearly twice as likely to have received a Pap test and 40-percent more
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likely to have had a mammogram the previous year than women who had

seen a doctor who was a man (Lurie et al. 1993). The researchers analyzed

the claims for Pap smears and mammograms of 27,713 women patients

who had seen only one doctor the previous year for the gender, age, and

specialty of that doctor. The doctors were in internal medicine and family

practice (550) and obstetrics-gynecology (130). Twenty percent of all of

these doctors were women, and they were on average about ten years

younger than the men doctors. Among the gynecologists, the younger men

doctors (38 to 42 years old) were less likely than all the women and the

older men to order cancer-screening tests. Among the internists and family

practitioners, the men doctors ordered significantly fewer of these tests

than the women doctors, with those under 38 years old having the lowest

rates of all. The authors of this study questioned why, among younger

doctors, whose medical education has stressed the need for preventive

screening, men are so reluctant to recommend Pap smears and

mammograms to their women patients. They argued that perhaps these

tests were easier to discuss when the doctor and patient were of the same

gender. However, such reluctance in men who are gynecologists is

disturbing.

A study that focused on family practitioners added cholesterol testing

—a gender-neutral area (Kreuter et al. 1995). The researchers interviewed

women patients in twelve family practices in North Carolina, 1,630 whose

regular provider was one of thirty-three men doctors, and 220 who usually

saw one of five women doctors. They found that among the patients older

than twenty years who had not had a cholesterol test in five years, those

seeing a woman doctor were 56 percent more likely to get the test than

those seeing a man.

In short, women patients are more likely to get good preventive care if

they have a woman doctor than if they have a doctor who is a man. The

increasing focus on women’s health as a specialized body of knowledge is

likely to increase this gap, if it is not integrated into the medical school

curriculum (Nicolette and Jacobs 2000). At present, the “women’s health

physician” seems to be emerging as a new specialist without much altering

the overall outlook or structure of Western health care. As Elianne Riska

says in her assessment of women’s health advocacy, “The women’s health

physician serves as an advocate for women’s health needs as well as an

expert and feminist promoter of medical knowledge on women’s health”
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(2001, 143). Unlike the feminist criticism of male biases in Western

biomedicine that burgeoned in the 1980s, the current perspective of

women’s health physicians and researchers is integrative (Pinn 2001).

There is certainly a recognition of women patients’ health needs in the

major medical journals, but the continued viability of the Women’s Health

Initiative in the U.S. National Institutes of Health and professional

journals dedicated to the topic indicate that women are still considered

separate and different—and not the norm (Harrison 1990).

Can Women Doctors Change Health Care?

How much of an impact has the recent influx of women doctors had on

medicine as a whole? Has their presence made a difference, or have they

assimilated the standard biomedical biases and perspectives? These

questions have been raised as Western medicine seems to be “going

female” in the United States as well as in other countries.14 Not only will

women physicians have a quantitative majority, but the new generation is

coming into a changed profession, one where the power and prestige of the

physician depends less on charismatic authority than on the ability to

command organizational resources for research and practice.

The status and influence of women doctors is dependent on the

organization and financing of health care, which underpin the authority

and autonomy of physicians in the medical division of labor (Riska 2001).

In capitalist countries before World War II, doctors were usually solo, fee-

for-service practitioners, with sole authority over their patients. In Europe

first, and then in the United States, medicine has become more regulated

and paid for by governments or an expanding insurance industry. As it

became a profession where the doctor’s authority was diluted and income

has decreased, medicine has lost its attractiveness for men, leaving an

occupational niche for women. Until now, despite their increasing

numbers, women doctors have not become a substantial proportion of the

medical leadership. A combination of institutionalized and informal

practices have steered them into primary care and family practice. When

they did go into academic medicine and research, they were not usually

mentored by senior men doctors for positions of authority. As a result,

even in countries where women have been the majority of doctors, the top

positions in large medical centers, medical schools, and research centers
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have been held predominantly by men. These institutions develop medical

knowledge, decide what medical students are taught, and determine

standard practices for diagnosis and treatment. If women physicians are to

make a significant impact on the delivery of services or the production and

dissemination of medical knowledge, they will have to be sponsored by

senior men for high-level administrative positions as chiefs of service in

hospitals, deans of medical schools, and directors of large research centers

(Freidson 1986). That is, senior men have to be willing to encourage

women to be their replacements when they retire.

What do women physicians bring to health care that is different? They

have a history of attention to the psychosocial needs of patients. In the

United States in the nineteenth century, women doctors specialized in the

health care of women and children, set up their own clinics and hospitals,

and incorporated social needs into their services (Drachman 1984;

Morantz-Sanchez 1985). The maternity clinics, for example, attended to

the social difficulties of unmarried mothers. Gloria Moldow’s (1987)

history of Black and White women doctors in Washington, D.C., at the end

of the nineteenth century describes medical communities segregated by

race and gender. White women doctors set up their own infirmaries when

they were denied access to the dispensaries and clinics that gave novice

White men doctors clinical experience and contacts. The women doctor’s

infirmaries were run for mostly women and children patients, and offered

free and low-cost care. Only the Woman’s Clinic, which was completely

staffed by women, including a Black woman doctor, survived the rise of

the scientifically oriented, better-equipped university hospitals, which

became, in Moldow’s words, “no-woman’s land.” Through federal funding,

Black men had Howard Medical School and tax-supported hospitals to

work in, but few of the Black women doctors were able to attract enough

patients to practice medicine full-time; many taught science in segregated

high schools (Moldow 1987, 129–33).

Darlene Clark Hine’s description of the lives and work of the 115

Black women who became doctors in late-nineteenth-century America

after slavery was abolished shows that many founded hospitals, nursing

schools, and social service agencies as adjuncts to their private practices

because none were available for the Black patients in their communities,

especially in the South (1985). They were important members of their
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communities—as professionals, as daughters of prominent families, and

as wives of ministers, educators, and fellow doctors.

After World War I, when women got the vote in the United States, they

helped to pass the Sheppard-Towner Act, which, in 1921, set up state and

federally funded maternal and child health centers throughout the country

(Muncy 1991). These centers were staffed by women doctors and social

workers, and they offered free medical services and preventive care. They

also propagandized for the medicalization of childbirth and delivery by

obstetricians, not midwives. By 1929, in the face of the desperate need of

its members for paying patients during the Depression, the American

Medical Association, dominated by men in solo, fee-for-service practice,

led the fight to deny further funding to the Sheppard-Towner clinics.

In the 1960s, when Medicare and Medicaid increased the numbers of

patients, the doors of U.S. medical schools and hospitals opened to

women. Few women doctors determined curriculum; physician professors

and senior residents were mostly men, and training paid little attention to

the social situations of men or women patients (Harrison 1983; Scully

1994). Many of the women students followed the recommendations of

their men advisors and went into obstetrics and gynecology and family

practice, and in time became advocates for women’s health care.

In the 1970s in the United States, the feminist health movement

established client-run clinics for women patients that stressed education in

health matters, gynecological self-examination, and alternative medicines.

Their goal was to take the control of women’s bodies out of the hands of

the medical system, because they felt it was male-dominated and

oppressive (Ruzek 1978). The problem women patients faced, according to

the feminist health movement, was two-fold: a system that allowed

patients very little control over their own health care, and biomedical

knowledge and practices that ignored many of women’s life

circumstances. The cause, they argued, was a body of knowledge and

clinical practices dominated by White middle-class men and their values.

In medical textbooks, men’s bodies were the norm; women’s bodies

deviations from the norm (Scully and Bart 1973). Menstruation,

childbirth, and menopause were considered illnesses instead of part of

women’s normal life cycle (Martin 1992). Gynecological and obstetric

practices could be brutal (Rothman 1982; Scully 1994). Doctors gave

women patients too little information and rarely consulted them about
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their wishes before ordering hysterectomies and other drastic treatment

(Fisher 1986; Todd 1989).

Although the feminist clinics preferred women to men doctors for their

legally required medical backup, they were not trusted any more than men

doctors, because both had been trained in the same masculinist biomedical

curriculum. The activists in the feminist health movement thought that by

educating women patients to be more assertive and knowledgeable health

consumers, they would put pressure on medical schools to modify the way

doctors were taught to practice.

The feminist health movement, the influx of women doctors into

obstetrics and gynecology, and the resurgence of midwives did change how

pelvic examinations were done and made childbirthing more participatory

and family-oriented. However, there are still significant differences

between midwives, who have a more holistic approach to pregnancy and

childbirth, and obstetricians, whose focus is on pathology (Rothman

1982).

By the 1990s, most of the feminist health movement’s general clinics

had been abandoned (Ruzek and Becker 1999). The consumer movement

in health care had enormously strengthened all patients’ rights to question

their care, but they still had to get that care through a doctor-dominated

system (Haug and Lavin 1983). Family practice and other primary care

specialties (obstetrics and gynecology, pediatrics, gerontology) have had

an influx of resources in the United States. These general practitioners are

the main workers in hospital outpatient clinics, health maintenance

organizations, managed care, and other settings where services are paid for

by insurance plans or the government. As the numbers of women in

medical school have increased, they have been encouraged to go into these

burgeoning specialties and into primary care settings. Whether that makes

for care more oriented to patients’ needs depends on whether doctors

whose approach is the whole patient are able to structure their time to

deliver holistic health care. As primary care providers in group practice or

clinic settings, women physicians have a fixed amount of time to spend

with patients (Riska 1993). They may not be in a position to structure their

delivery of health care to be sensitive to patients unless they are in their

own solo or small group practices (Candib 1995).

Women physicians’ efforts have made women’s health care needs more

visible in the profession as a whole. In the last few years, women doctors
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in the United States have promoted research and held conferences on

women’s diverse health needs. A workshop held in 1997 called for

participatory research based on “women’s experience, both of their

physiology and of their psychosocial, home, and work environments”

(Harlow et al. 1999). Another recommendation was to look beyond the

Western world for data on women’s health. Medical journals for women

doctors have published articles on health care for women with disabilities

and lesbians, and discussed human rights issues, such as female genital

surgery and politically motivated rape.

When she was director of the National Institutes of Health, Dr.

Bernadine Healy set up an Office of Women’s Health Research and began

a Women’s Health Initiative. She said that the reason she did so was not

only to study the illnesses that affect women alone, but to look at gender

differences in illnesses that affected women as well as men, such as heart

disease. These have been researched with men subjects, and only when the

woman patient’s symptoms emulated those of a man was she treated

adequately. Healy called this problem “the Yentl syndrome” after the

fictional nineteenth-century Jewish girl who disguised herself as a man in

order to attend school and study the Talmud (Healy 1991).

Even if women doctors did run medicine as they do nursing, there is

little indication that they would make care less biomedical and

technological (Todd 1989, 101–29). Biochemistry and pathology of the

body are the current bases of Western medical knowledge. Women and

men doctors who believe that social, environmental, family, and

psychological concerns should be an integral part of medical knowledge

are not likely to restructure Western biomedicine unless medical school

curricula and training include this information (Dan 1994). Until the

model of care is socio-biomedical, “medicine remains the real stuff of

clinical practice unsullied by social concerns” (Fisher 1995, 202).

Summary

Women are most of the health care workers in Western medicine, and they

are approaching the majority of doctors as well. Their numbers and their

organized efforts have begun to make medical practice and medical

research more responsive to the health care needs of women. Two parallel

professions, dentistry and pharmacy, vary in the number of women and
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men. In the United States, these professions are men’s work; in other

countries, they are women’s work.

In the organization of Western health care, most of the doctors who are

in positions of power—heads of medical schools, hospitals, and large

research centers—have been men, with women doctors mostly in primary

care. Women physicians’ first-hand medical practices and more egalitarian

practice styles are attuned to patients’ psychosocial needs. They have

developed patient-oriented communication styles that can be taught to

other doctors. Women physicians who have been in a position to change

training programs and develop doctor-patient protocols on women’s health

for widespread use have substantially altered medical school curricula.

Nurses are mostly women, and their training and practice emphasizes

care—attention to the patient’s psychosocial as well as biomedical needs.

In hospitals, however, nurses take orders from doctors. A coalition of

women physicians and women nurses has the potential to make the

delivery of health care more patient-oriented.

Women doctors, like nurse practitioners, talk more to their patients

about psychosocial issues and their concerns about their illness, and also

offer patients more opportunities to question and argue. These differences

in communication styles make women doctors seem more humane than

men doctors, and preferred for primary care, since “patients clearly favor

doctors who engage them personally through social conversation, who use

positive language, who use partnership language, who acknowledge the

patient’s emotions, who discuss psychological problems, and who behave

in an interested, friendly, and responsive overall manner” (Hall and Roter

1995, 91). The latent effect, however, is to reinforce the gendered

stratification of health practitioners, with women in direct, hands-on, first-

line care, and men in prestigious and powerful administrative and policy-

making positions.

A transformed Western health care system would put more emphasis

on patients’ emotional and social needs and also give patients more

autonomy in making decisions about their treatment. Whether women

doctors in positions of power make these changes depends on whether they

adopt the standard biomedical outlook of the profession or critique it, as

feminists have done. The basis of Western medicine is physiology and

biology; social and environmental aspects of illness are secondary

concerns. In addition, health professionals are the experts and so their
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determination of the cause and treatment of the patient’s ailments is likely

to prevail over the patient’s view of what she or he needs. A gender-

integrated health care system is not likely to be much different from what

we have today unless women physicians use their prestige to challenge and

modify it.

NOTES

1. Women comprise almost 80 percent of the U.S. health care work force, according to the U.S.

Department of Labor Bureau of Labor Statistics, January 1999.

2. Data on U.S. women physicians are from the Women in Medicine Data Source on the

American Medical Association’s Web site.

3. Nordic Medical Associations Web site, 1999 data.

4. See note 2.

5. Data are from the Minority Physicians’ Data Source on the American Medical Association’s

Web site.

6. As of the end of 1998, the AMA had race/ethnicity data on about 60 percent of all physicians

and 51 percent for all women physicians in the United States.

7. Data on women dentists are from the Web sites of the American Women’s Dental Association,

the American Dental Association, the Chicago Dental Society, and the Women’s Bureau of the

Department of Labor.

8. Women’s Bureau, U.S. Department of Labor Web site: “20 Leading Occupations of Employed

Women, 2000 Annual Averages.”

9. Data on nurses in the United States are from the American Nursing Association Web site.

Statistics are based on 1992 and 1996 surveys.

10. See note 6.

11. Data are from the Association of American Nursing College’s annual survey of 2000 summary

on the AANC Web site.

12. For histories of nursing after Florence Nightingale, see Ashley 1976, Hine 1989, Melosh 1982,

Reverby 1987.

13. None of the studies discussed in this section report on racial ethnic breakdowns of physicians

or patients.

14. See Lorber 1984, Notzer and Brown 1995, Pringle 1998, Riska 2001, Riska and Wegar 1993a.
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CHAPTER 4

Gender and Disability: 

Contradictions and Status Dilemmas

Whoever I was, whatever I had, there was always a sense that I should be grateful to someone

for allowing it to happen, for like women, I, a handicapped person, was perceived as dependent

on someone else’s largesse for my happiness, or on someone else to let me achieve it for

myself. (Zola 1982a, 213)

 

Because disability involves physical and sensory functioning, it may be

difficult to think of the status of “disabled” as socially constructed, but as

with illness, it is deeply shaped by social contexts.1 Whether physically or

sensorally challenged people can work at paid jobs and care for

themselves and others depends to a great extent on the availability of

technological devices, transportation, and the physical environment, but

perhaps more on the active participation of employers, families, and

friends.

The U.S. Census Bureau’s definition of disability is

“difficulty . . . seeing, hearing, talking, walking, climbing stairs and lifting

and carrying” or “doing school work for children, working at a job or

around the house for adults.”2 A person who cannot perform one or more

activities, uses an “assistive device to get around, or who needs assistance

from another person to perform basic activities is considered to have a

severe disability.” Based on this definition, one in five Americans has a

disability and one in ten a severe disability. About 9 million people need

personal assistance to carry out everyday activities; 80 percent of these

helpers are relatives, nearly half of whom live with the person with a

disability. As people get older, they are more likely to have a disability,
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but racial ethnic status is also a factor. For those aged 55 to 64, 20 percent

of Whites, 29 percent of those of Hispanic origin, and 35 percent of Blacks

had a severe disability in the late 1990s.

Despite this broad definition of disability, legal benefits are tied to

employability. In the United States, what qualifies a worker for disability

compensation depends on “what is expected of the nondisabled—what

injuries, diseases, incapacities, and problems they will be expected to

tolerate in their normal working lives” (Stone 1984, 4). Only if the

inability to work goes beyond these “normal” incapacities is the person

considered disabled. Qualifying for Social Security Disability Income in

the United States involves having been gainfully employed for at least five

of the ten years preceding the disability and to be unable any longer to

work at a paid job (Reisine and Fifield 1988). Other retirement systems for

the permanently disabled are similarly tied to previous waged occupations

(Stone 1984). Homemakers who can no longer do housework or childcare

have no way of providing money to hire someone who can replace their

essential work for their families.

Within the last decade, the social status of people with disabilities has

changed in ways reflected in that very designation—they are people first,

not “the handicapped” or “the disabled,” which erases their personhood.

Yet the designation of “people with disabilities” constitutes a status

dilemma—in the eyes of able-bodied people, physical incapacities

devalorize whatever else they accomplish.3 People with disabilities have

been able to assert their competence and capabilities in their work and

family lives, but their status gets undercut by the negative attributes still

attached to their physical disabilities. This status dilemma has often been

handled by keeping coping strategies and physical helps under cover—

what sociologists call “deviance disavowal” (Davis 1972). For example,

Bob Dole, who has little control over his right arm, always clutches a pen

in his right hand to keep the fingers from splaying. When he campaigned

for the presidency of the United States in 1996, his right side was

protected from crowds by his aids, and they unobtrusively gave him a pad

to lean on when he signed autographs (Kelly 1996). In such encounters

among people of different physical capabilities, interaction proceeds as if

everyone were on the same footing. But the person who does not have the

full use of limbs, eyes, ears, voice, or other bodily functions knows how
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much effort goes into making it possible to participate socially as an

equal.

When we introduce the factor of gender, the social situation of the

person with disabilities becomes an even more complex status dilemma. A

man who wants to present himself as masculine needs to have an aura of

independence, even when he relies on the help of others. A woman who

wants to present herself as feminine may end up seeming helpless and

fragile, undercutting her presentation of herself as an independent adult.

For men, in order to maintain a high status, disabilities have had to be

rendered invisible or transformed into heroism. Franklin Delano

Roosevelt, a polio victim who served as president of the United States

from 1932 to 1944, masked his inability to walk or to stand without

supports (Gallagher 1985). John Hockenberry, a paraplegic due to an

automobile accident, has gone around the world as a reporter in his

wheelchair, admittedly flaunting his physical state (Hockenberry 1995).

Although disabilities are now more visible, they are still not completely

accepted. Perhaps the unremarked presence in a wheelchair of President

Bill Clinton’s impressive counsel, Charles Ruff, at the drawn-out

impeachment trials of 1998–1999, will go far toward normalizing

disabilities in the public eye.

While men with disabilities try to project masculine strength, women

with disabilities have also used overcoming adversity to enhance their

self-image. Some women have reported feeling more capable and

attractive in a wheelchair than on crutches (Lonsdale 1990, 69–70). Nancy

Mairs says she prefers to consider herself a cripple, rather than disabled or

handicapped: “People—crippled or not—wince at the word ‘cripple,’ as

they do not at ‘handicapped’ or ‘disabled.’ Perhaps I want them to wince. I

want them to see me as a tough customer, one to whom the

fates/gods/viruses have not been kind, but who can face the brutal truth of

her existence squarely. As a cripple, I swagger” (1986, 9). Mairs’

presentation of self is “tough,” a stance for women or men who want to

confront the world on their own terms, like Diana Golden Brosnihan.

Many people with disabilities are heroes in their everyday lives, but

for the more able-bodied public, physically disabled athletes are the stars

—at least while they are newsworthy. The death from cancer on August 25,

2001, of Diana Golden Brosnihan at age thirty-eight brought renewed

attention to “a remarkable life” (Araton 2000, Dl). Diana Golden was a
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skier when she was five years old. She developed bone cancer when she

was twelve, and she resumed skiing six months after her right leg was

amputated above the knee. Skiing on one leg with regular ski poles, she

competed against two-legged skiers and won a gold medal in the giant

slalom in the 1988 Winter Olympics, as well as ten world and nineteen

U.S. championships from 1986 to 1990, skiing against others with

disabilities (Litsky 2001). She married Steve Brosnihan, a cartoonist, in

1997, while she was undergoing chemotherapy for a recurrence of cancer.

Golden Brosnihan was always unhappy with her status dilemma as

“disabled athlete.” She didn’t want to be admired because she had

overcome a disability. “She wanted admiration for her technique, her skill,

for how she had discarded disabled ski equipment for regular ski poles to

produce faster times and fought successfully to compete in the same races

with the nonhandicapped” (Araton 2001, Dl). In recognition of her fight

for equal status, her citation when she was inducted into the Women’s

Sports Foundation International Hall of Fame in 1997 read, “She

persuaded the ski world to treat all athletes the same, regardless of ability

or, in her case, disability” (Litsky 2001).

Gender Contradictions in Disability

In a widely cited paper, Michelle Fine and Adrienne Asch (1985) argued

that women with disabilities face “sexism without the pedestal.”

Compared to men of a similar level of physical functioning, they are less

likely to find jobs that allow them to be economically independent. They

are also less likely to have a lifetime partner, because they need the care

and attention that women are expected to give to others, although they

may be better able to find a life partner or a circle of women caregivers if

they are lesbian.4 Heterosexual women with disabilities, however, may

find the fulfillment of traditional wife-mother gender roles beyond reach.

The opposite situation occurs for men with disabilities, who are more

likely to find a life partner. In the traditional husband role, care received is

recompensed with economic support, so as long as a man with disabilities

can earn an income, he can fulfill his family role obligations. Sexuality

and its machismo qualities are particularly devastating minefields for men

with disabilities, but it is also a problem for men who have had prostate

surgery and older men. Indeed, the immense popularity of Viagra seems to
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indicate that actual or imagined sexual dysfunction is practically

pandemic among men. In short, despite the conventional wisdom that “

‘disabled man’ is a self-contradiction, because men are stereotypically

supposed to be ‘able,’ strong, and powerful” (Lakoff 1989, 368), a man

with disabilities may be quite able to function well as a husband, father,

and lover.

There is a loop-back effect between gender and disability. Family and

work roles are gendered, and these affect the expectations for a person

with disabilities. In turn, being a woman or a man with permanent

disabilities modifies work opportunities, living arrangements, family life,

friendships, intimate relationships, and a person’s sense of self (Charmaz

1995). The actual lived experience of women and men with disabilities

often contradicts the stereotypes of both gender and disability. However,

the behavior of families, professional caretakers, and physicians toward

people with disabilities is more likely to reflect conventional ideas of what

women and men should be. What the person with disabilities wants and

can accomplish is encouraged or discouraged according to beliefs about

“normal” gendered behavior.

The influence of gender expectations on caregiving and the

socialization of children with a disability is clearly illustrated by a study

of 32 low-income African-American mothers of sons and daughters with

sickle cell anemia (Hill and Zimmerman 1995). The children ranged in age

from 2 months to 22 years, with an average age of 10.4 years. Through in-

depth interviews, the researchers found that the mothers of daughters

encouraged normal activities, including physical exertion, a stoical

attitude toward minor symptoms, and self-care. In contrast, the mothers of

sons described them as “fragile, certainly too fragile to conform to the

traditional male gender role. The mothers tried to protect their sons from

excessive physical activity, especially participation in sports” (p. 47). The

mothers of sons with symptomatic sickle cell anemia were less likely to

work outside the home than the mothers of daughters with the same level

of functioning. They were more likely to do all they could to prevent their

sons from suffering crises of pain and inability to breathe. In short, sickle

cell anemia was not seen by these African-American mothers as

preventing their daughters’ growing up to be competent women, but was

seen for their sons as “requiring behavior at odds with the aggressiveness,

risk taking, and physical activity of the male gender role” (p. 48). As a

www.urdukutabkhanapk.blogspot.com



result, the mothers of daughters treated them the way they would any girl

child, but the mothers of sons treated them as especially “vulnerable and

in constant danger” (p. 48).

This study shows that caregivers start with an ideal of how women and

men should behave and then do an assessment of whether the person with

disabilities can live up to that ideal. If the assessment is that the person

cannot, then the means of living normally are denied. The outcome

reinforces the gendered expectations rather than providing alternative

ways of being a woman or a man. The content of the gender expectations

is not the issue—beliefs that women can take care of themselves or need

protection, that men have to be physically assertive or are characterized by

their earning ability vary by culture and social group. It is the power of the

assumptions and their translation into behavioral expectations for people

with disabilities that create dual constraints for women and men who are

especially dependent on others for personal care and emotional support.

Gendered Caregiving

The mainstreaming of people with disabilities depends on access to

technological devices and on personal caregivers, who are often women

family members. Women have nursed sick family members as a

longstanding part of their work as mothers, daughters, and grandmothers.

As professional and informal caregivers, women are the majority of the

nurses and health care workers in hospitals and nursing homes, and in the

home. Because it so closely resembles socially appropriate work for

women, care is usually done by women for women and men. Men with

disabilities are more likely to be economically self-supporting and

therefore more likely to have a wife to take care of their physical and

emotional needs than women with disabilities, who are less likely to have

a lifetime partner to look after them. They have to support themselves

economically, and also fend for themselves physically and emotionally.

They may even end up taking care of others.

A study of twenty-five middle-aged women with a variety of

disabilities (blindness, hearing loss, polio, spinal cord injuries, cerebral

palsy, rheumatoid arthritis, and multiple sclerosis), who needed help with

daily activities, nevertheless “nurtured children, spouses, other family

members, co-workers, and pets” (Quinn and Walsh 1995, 243). In a review
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of the autobiographies of twenty-five blind and visually impaired women

and men, Adrienne Asch and Lawrence Sacks found that a common theme

was that of the “self-sacrificing, supportive, nurturing mother” (1983,

244). The men had one; the women became one. In adulthood, few of the

women with visual impairments married, and most chose careers in

teaching, social work, and rehabilitation; the men attained high status in

business or professions and married sighted women. Asch and Lawrence

conclude that “the women provided support, warmth, and love for blind

people just as their mothers did for them as blind children. The

men . . . tended to marry replicas of their mothers, whereas the women

[symbolically] became their mothers” (1983, 244).

When women care for husbands with disabilities, they are doing what

wives ordinarily do, only more extensively. A wife’s attentiveness to a

husband’s needs, Kathy Charmaz points out, validates the centrality of his

position in the household (1995). For men, caregiving is not the usual part

of the husband or father role. As Robert Murphy, physically dependent on

his wife because of a progressive spinal tumor, says: “Husbands become

part-time nurses, which goes against social conventions, and wives find

themselves with an additional child, which doesn’t” (1990, 206).

Yet the demands of caregiving are not gender-specific. Caregiving is a

difficult combination of physical and emotional work—lifting, turning,

toileting, feeding, bathing, clothing, encouraging, calming, hugging,

kissing, talking (Corbin and Strauss 1988). Barbara Hillyer, reflecting on

her care for her daughter, notes that “caring requires that exceptional

physical and emotional strength be exercised. . . . The . . . caregiver is

expected to be available, dependable, and constant,” well-organized,

empathic, but not expectant of emotional responsiveness from the

recipient of care (1993, 11). It is the compatibility of caregiving duties

with gendered family roles that makes it seem as if women are “natural”

home nurses.

Women may be the designated caregivers, but they often find the

burdens as difficult as men do. One study of spousal care gave quotes from

eight wives and two husbands—the wives described excessive physical

work, guilt feelings, hiding their worries, drinking too much, being

constantly nervous, depressed, or devastated; one husband talked of his

resentment when he came home from work to a sick wife, the other of his

sexual deprivation (Corbin and Strauss 1988, 289–317). In one dramatic
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case, a caregiving husband, George Delury, age sixty-two, helped his fifty-

two-year-old wife, Myrna Lebove, commit suicide with a drink of

antidepressants, water, and honey that he had mixed for her. They had been

married after she developed her first symptoms of multiple sclerosis and

had been together for twenty-two years. When her physical and mental

condition deteriorated badly, Mr. Delury started a diary entitled

“Countdown: a Daily Log of Myrna’s Mental State and View toward

Death.” In it, he said that he had four options—abandon his wife, keep

taking care of her and go mad, kill himself, or kill her. On the evidence of

the diary, he was indicted for manslaughter, pleaded guilty, and was

sentenced to six months in prison (Goldberg 1995; Pierre-Pierre 1996).

Although women are more likely to be family caregivers than men are,

there is ample evidence of men competently and willingly taking care of

physically and mentally impaired relatives—women as well as men. A

survey of a national sample of 233 mostly Caucasian men caregivers age

thirty-six to eighty-four showed that, although they had not been

socialized for the work, they were able to learn “on the job.” The majority

were caring for women with Alzheimer’s disease. Like fathers who share

parenting duties and single fathers of young children, men caregivers

develop skills and empathy (Applegate and Kaye 1993). They are,

however, less likely to be competent in the routinized supervisory and

concrete tasks that are so typical of “women’s work”:

In contrast to the stereotype that male caregiving is primarily instrumental in nature, these

men’s responses suggested that, overall, the tasks associated with social support were those

they performed most frequently, most competently, and with the greatest degree of satisfaction.

Ranked second in degree of frequency, competence, and level of satisfaction were instrumental

daily living tasks, followed by case management tasks and, in last place, the “hands-on”

functional aspects of personal care. (Kaye and Applegate 1990, 84)

The reluctance of the men in this study to handle a woman’s body may be

because many were caring for mothers. We would need more detailed

accounts by men of their care of fathers, mothers, wives, and children of

different ages and genders to have the full range of their caregiving

activities among family members.5 Outside of families, there is a great

deal of evidence of the caregiving and emotional and social support of

men to men ill with AIDS (Turner et al. 1993).

Gender and Altruism
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When wives and mothers care for family members with disabilities, they

are expanding already existing roles. But altruism seems to imbue

women’s overall behavior more than it does men’s responses to calls to

give. The gender effects evident in caregiving are highlighted in an

extreme form of altruistic behavior—donation of a kidney to a relative

with chronic renal disease. For the person who needs a kidney transplant, a

successful donation means freedom from dialysis and, in many cases,

survival. About 70 percent retain the kidney, and their subsequent physical

and psychological quality of life is good (Simmons et al. 1987, xxii–xxiii).

The cost to the donor is loss of a healthy kidney with risk of subsequent

failure of the remaining kidney, surgery with general anesthesia, at least a

week’s hospitalization with consequent loss of stamina, and an extensive

abdominal scar. The risk of the operation to a donor’s life is calculated at

0.05 percent and the long-term risk at 0.07 percent (Simmons et al. 1987,

39, 165–75).

Studies of gender differences in live kidney donors found that wives

are much more likely to donate a kidney to a husband than vice versa

(Zimmerman et al. 2000). Among spouses, 36 percent of wives who were

acceptable donors went on to donate, compared with only 6.5 percent of

acceptable husbands. Women in general are less likely to be ambivalent

about donating a kidney to a relative with end-stage renal disease than

men are (Simmons et al. 1987, 188–89). Mothers asked to donate a kidney

to a child are more likely to be free of doubt than fathers (58 percent to 29

percent), and sisters are more likely than brothers to be sure about their

decision to donate (56 percent to 28 percent). Daughters agreeing to

donate to a parent are surer that they are doing the right thing than are sons

(27 percent to 11 percent).

After the kidney has been donated, men have more negative feelings

than women do about what they have undergone, and these feelings persist

a year later. However, men are more likely to feel better about themselves

immediately post-transplant (23 percent to 8 percent of women donors)

and one year later (40 percent to 26 percent), indicating that the women’s

donation may have been taken more for granted as part of their duty as

women. The authors surmise that these gender differences are due to

women’s and men’s experiences as actual or potential parents:

Perhaps donation seems to the female to be a simple extension of her usual family obligations,

while for the male it is an unusual type of gift. . . . Giving birth to an infant is congruent
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psychologically with the act of giving a body-part so a loved one can be reborn. . . . From a

male’s point of view, there is no life experience or expectation like childbirth that prepares him

for this act of donation. Thus he may have stronger ambivalences and doubts even after the

transplant. In any case, whether his feelings are positive or negative, he is more likely to feel he

has performed an exceptional act. If his feelings are positive, as the majority of men’s are, he is

more likely to reap self-image benefits from this extraordinary gift. (pp. 188–89)

In this sense, women’s bodily sacrifice is that of a “normal, natural”

mother; men’s image is similar to what is fostered when they are wounded

in battle. They are heroes.6

A Man but Not a Man, a Woman but Not a Woman

Gendering of people with disabilities is especially evident in sexuality and

procreation. Although many women with disabilities care for small

children, the medical system and friends and family often discourage an

active sex life and procreation for them, but encourage them for men (Gill

1994).7 As a result, intimate partnerships between men with disabilities

and able-bodied women are more prevalent than between women with

disabilities and able-bodied men (Bullard and Knight 1981).

Conventional gender norms permeate sexual behavior, and social

constructions of sexuality magnify the effects of physiological disabilities

on sexual functioning.8 Robert Murphy, a paraplegic, recognizes the

variety of human sexual practices and pleasures, but he bleakly assesses

the situation for paralyzed men:

Most forms of paraplegia and quadriplegia cause male impotence and female inability to

orgasm. But paralytic women need not be aroused or experience orgasmic pleasure to engage

in genital sex, and many indulge regularly in intercourse and even bear children, although by

Caesarean section. . . . Paraplegic women claim to derive psychological gratification from the

sex act itself, as well as from the stimulation of other parts of their bodies and the knowledge

that they are still able to give pleasure to others. . . . Males have far more circumscribed

anatomical limits. Other than having a surgical implant that produces a simulated erection, the

man can no longer engage in genital sex. He either becomes celibate or practices oral sex—or

any of the many other variations in sexual expression devised by our innovative species.

Whatever the alternative, his standing as a man has been compromised far more than has been

the woman’s status. He has been effectively emasculated. (1990, 96)

In contrast, Irving Kenneth Zola, whose legs were wasted from polio,

described mutual love-making with a severely paralyzed woman, an

activity that began with his doing all her physical care, as well as the more
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conventional undressing, but nonetheless feeling that she had made love to

him as well:

And so the hours passed, ears, mouths, eyes, tongues inside one another. And every once in a

while she would quiver in a way which seemed orgasmic. As I thrust my tongue as deep as I

could in her ear, her head would begin to shake, her neck would stretch out and then her whole

upper body would release with a sigh. . . . So we . . . hugged and curled up as closely as we

could, with my head cradled in her arm and my leg draped across her. . . . I fell quickly asleep

—. . . rested, cared for, and loved. (1982b, 216)

The difference in these two versions of sexuality lies in how

lovemaking is defined—whether the physiological or emotional aspects

are emphasized and whether sex is defined only as penile penetration. In

Murphy’s definition of male sexuality, a man who could not use his penis

in intercourse is not really a man; Zola’s definition of sexuality is not only

more egalitarian, its diffuseness encourages many forms of manhood—

and womanhood. Those women and men with disabilities who are sexually

experimental are more likely to have heterosexual and homosexual

partners. Since women seem to be able to achieve orgasm through diffuse

sexual excitement and men tend to focus their sexual behavior genitally,

women with disabilities may have an advantage in that they are more

willing to engage in a variety of sexual practices.

In other respects, they are disadvantaged. For women and men of any

sexual orientation who have disabilities, social life is complicated not only

by physiological differences that hamper conventional forms of sexual

activity, but by difficulties in dating, going to parties, and casual

socializing (Clare 1999). One lesbian who lost her eyesight long after she

came out writes of missing terribly “regular validation of my status

through visual interaction with other dykes”—the winks and smiles

exchanged with strangers who recognize they are members of the same

community (Peifer 1999, 33). She has the dislocating sense of living in

two disparate worlds. A lesbian mother with no hearing feels that she and

her nonhearing school-age daughter live in communities that have little

overlap and, sometimes, little tolerance of diversity (D’aoust 1999). These

communities are the world of the physically challenged (she uses a

wheelchair for mobility), the deaf, White mothers of adopted non-White

children, and lesbians. She says of her daughter that she “is part of a

community that welcomes Deaf people as members but does not have the

same history of dealing with other differences” (p. 117).
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The problems of women with disabilities are frequently not physical

but social—dating and being thought of in a sexual rather than platonic

manner, especially during adolescence (Rousso 1988). They are likely to

be stigmatized as potential sexual partners even when their disabilities are

sensory—blindness and deafness (Becker and Jauregui 1985; Kolb 1985).

Women with disabilities tend to have the same sexual attitudes and desires

as able-bodied women, but they are less likely to find heterosexual

partners than men with disabilities (DeHaan and Wallander 1988). As for

homosexual relationships, Rousso (1988) reports that lesbianism and

bisexuality occurred among women with disabilities later in life, and

without a period of adolescent sexual exploration.

When they do have sexual relationships, women with disabilities find

it difficult to obtain contraception or gynecological care commensurate

with their physical needs, and their desire to have children is ignored or

discounted (Killoran 1994; Waxman 1994). Sexual relations and

fatherhood are considered normal aspirations for men with physical

disabilities, but women with physical disabilities are often treated like

asexual children. Carol Gill says that even after the passage of the

Americans with Disabilities Act, “I am treated as though I don’t belong

with the other women who seek services in OB/GYN unless I can make my

disability issues go away” (1994, 117). Interviews with thirty-one women

with a variety of disabilities, ranging in age from twenty-two to sixty-nine,

well-educated and highly productive, and of different racial ethnic groups,

revealed “the common experience of having their reproductive needs

undervalued. Many said their physicians treated them as asexual, thought

they should not be having children, and assumed that they would not be

having children and that they did not want menstrual periods. In many

cases, the first recommendation offered was to have a hysterectomy”

(Nosek et al. 1995, 512).

Zola comments that “our society does not like to picture people who

are weak, sick, and even dying, having needs for sexual intimacy” (1982a,

214). He found that there were few apartments for couples in an otherwise

comprehensive living facility in the Netherlands, and that a Swedish

project that encouraged the sexual involvement of able-bodied counselors

with people with severe disabilities was discontinued because the

counselors “actually began to find these very physically disabled people

attractive, and that was regarded as shocking if not sick” (p. 215).
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A recognition of the sexuality of women and men with long-term

physiological problems would go a long way toward eroding the

stereotypes of both gender and disability. Such rethinking involves

breaking down the conventional categorization of women with disabilities

as asexual and childlike and men with disabilities as severely frustrated in

their sexual expression. In a more general sense, the same depolarization

of men versus women and disabled versus able-bodied is necessary to

change the social status of those with long-term physiological problems

from “outsider” to “one of us.”

Toward a Continuum of Bodiedness

One feminist view of women with disabilities argues that they are “doubly

handicapped”—by their gender and by their physical limitations (Deegan

and Brooks 1985; Morris 1993). In this view, a physical disability is a

“minority” status added to all the other jeopardies suffered (Deegan 1985).

This view does not address the complexity of intertwined statuses—the

status dilemma when a highly placed person becomes disabled or the

synergistic effect of a multitude of disadvantages.

Minority-group status allows for activism and fighting for civil rights

on the basis of shared interests that enlist people with very different needs.

The disability rights movement in the United States successfully fought

for ramps in all public buildings, wheelchair-accessible bathrooms,

wheelchair lifts in buses, apartments equipped for independent living,

braille numbers and bells to indicate floor stops in elevators, closed-

captioned television programs, infra-red hearing devices in theaters, sign-

language translation at public forums, telephone devices and

communications relays, and so on. The movement has also produced

antidiscrimination legislation for jobs and housing in pursuit of the goal to

integrate people with disabilities into mainstream life.

However, just as feminism has been accused of not attending to the

multiple disadvantages of women of color, a broad-based disability rights

movement does not address gender differences any more than it does

racial or sexual differences that compound discriminatory treatment

(Wendell 1992). The goal of the disability-rights movement is to find

alternative ways to accomplish the tasks of daily living, ways that may be

different for women and men when their family situations are different.
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When their goals are the same—to hold down a paying job, for example—

women with disabilities may need more of what women in general need to

counter both sexism and prejudice against those with physical

impairments. A determined effort at inclusion of people of different

genders, racial ethnic identities, parental status, and sexual orientation, as

well as different ranges of bodily capabilities, is more effective here than

tackling one problem at a time.

Just as the integration of people with disabilities into the mainstream

of society depends on attention to their bodily needs by environmental

modifications, access to technology, and personal care attendants, the

special biological needs of women with disabilities cannot be ignored.

Menstruation, contraception, pregnancy, and childbirth are not problems to

be done away with by early hysterectomies, but challenges to health

professionals. The extensive repertoire of technologies to assist

procreation in women (and men) with infertility problems should certainly

be available to those with other disabilities as well. Despite evidence that

a woman with disabilities can run households, take care of children, and

also work outside the home, the perception still persists that these tasks

are impossible for her (Killoran 1994; Shaul et al. 1985). Women with

quite severe physical limitations have devised ways of caring for small

children: “One mother who could not use her arms found that her two

children both learned to scramble up her and hang around her neck”

(Lonsdale 1990, 79). Carrie Killoran says of her own parenting, “People

with disabilities are already accustomed to doing everything differently

and more slowly, and caring for children is no different” (1994, 122; also

see Kocher 1994).

The conventional norms of femininity have locked women with

disabilities into a paradoxical situation—as women, it is all right for them

to be helpless and dependent, but, because they are disabled, they are

unlikely to have a man to take care of them. Feminists have argued that

norms of independence and economic self-support provide a better model

for all women, and that giving women with disabilities the means to

accomplish these goals would go a long way toward enhancing their self-

esteem and quality of life (Asch and Fine 1988). For men with disabilities,

the change has to come in challenges to conventional masculinity. Men

could expand their options by having different kinds of relationships

rather than overburdening one caregiving woman. Both women and men
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might welcome group living, but it would have to be autonomous and

without restrictions on sexual coupling and children.

Gender expectations and assumptions are harder to change than the

physical environment and job requirements. If social groups parcel out

roles on the basis of gender, then identity as a woman and a man are tied

to being able to fulfill these gender-appropriate roles. Looking at the

problem of masculinity and physical disability in the lives of ten men,

Thomas Gerschick and Adam Stephen Miller (1994) discovered three

strategies: reliance on conventional norms and expectations of manhood,

reformulation of these norms, and creation of new norms. The men who

relied on the predominant ideals of masculinity felt they had to

demonstrate physical strength, athleticism, sexual prowess, and

independence. Their self-image was tied into heroics and risk-taking, but

they often felt inadequate and incomplete because they couldn’t do what

they wanted or go where they wanted. The men who reformulated these

norms defined their ways of coping with their physical limitations as

demonstrations of strength and independence. For example, two

quadriplegics who needed round-the-clock personal care assistants did not

feel they were dependent on others, but had hired helpers whom they

directed and controlled. The men who rejected the standard version of

masculinity put more emphasis on relationships than on individual

accomplishments, were comfortable with varieties of sexuality, and felt

they were nonconformists.

To erase the status dilemmas of women and men with physical

disabilities, conventional norms about bodies, functions, beauty, and

sexuality need to be reexamined (Asch and Fine 1988; Wendell 1996).

Making the experiences of women and people of color visible forced a

reconsideration of stereotypes of normality and otherness; similarly,

because “physically disabled people have experiences which are not

available to the able-bodied, they are in a better position to transcend

cultural mythologies about the body” (Wendell 1992, 77). Few people are

as beautiful as movie stars or as muscular as body builders. A woman

without arms or legs claimed the statue of Venus de Milo as her model of

beauty (Frank 1988). Orgasms can be felt in many parts of the body other

than the genitals. Races can be run in wheelchairs as well as on foot, on

horses, on bicycles, and in cars.
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Bodies matter to the person with pain, limited mobility, and sensory

difficulties, but the way they matter is also a social phenomenon (Butler

1993; Wendell 1996). One answer to the status contradictions imposed on

people with disabilities is to discard the concept of “other.” A study of

nondisabled people who had long-term relationships with people with

extremely severe disabilities found that the “partnership” was based on a

sense of essential humanity and full integration into each other’s social

space (Bogdan and Taylor 1989). Ability and disability, bodily integrity

and bodily dysfunction, standards of beauty are all relative, for women and

for men. The variety of bodies and social environments make all of us part

of a complex continuum of able-bodiness, just as the variety of women

and men calls into question gender stereotypes. As Susan Wendell says:

We need to integrate the experience and knowledge of people with disabilities and those who

are dying into the mainstream of our cultures, into our concept of life as it is ordinarily lived. We

need to learn to accept that people are not always able to control their bodies and to stop

holding them responsible for doing the impossible. In short, we need to become more willing to

face the realities of bodily life. (Wendell 1996, 111)

Everyone cannot maintain the same level of physical exertion at all

times. Even common conditions—such as cardiac or breathing problems,

difficulty with walking, advanced pregnancy—often need to be

compensated for. Yet people with disabilities are not seen as part of a

continuum but as qualitatively different. People who are seen as

qualitatively different are often stigmatized. Stigma depends more on

what can be seen than on what can be done: “The person who looks

relatively ‘normal’ but is severely limited by what she can do yields a

different cultural figure from the person who performs life activities

successfully—often with aids—but who looks ‘abnormal.’ ” (Thomson

1994, 590).9 Women and men with disabilities are praised for the heroic

ways in which they live “normal” lives, but there is always an

undercurrent of “difference.”

Summary

Women and men whose disabilities allow similar levels of physical

functioning have very different life chances. Women are less likely to find

jobs that allow them to be economically independent and are more

disadvantaged socially than men with disabilities. If they are heterosexual,
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they are less likely to have a lifetime partner, because they need the care

and attention that women are expected to give to others, whereas men with

disabilities are more likely to find a life partner. Although many women

with disabilities fill all the domestic responsibilities of wives and are

excellent mothers, gender stereotypes often do not give them a chance to

take on those roles. In contrast, as long as a man can be income-producing,

he can fulfill the traditional husband role.

Severely disabled women and men are not expected to be sexual, or

even have sexual desires, yet given the opportunity, they engage in varied

and mutually satisfying lovemaking. Similarly, the gynecological and

procreative aspects of the lives of women with disabilities are minimized

or ignored by the medical community, who often advocate hysterectomies

rather than giving advice about contraception and fertility.

Care and personal assistance, whether by kin or professionals, is

another gendered issue. Women kin are expected to be caregivers, even

though men can be as adept and skilled and are usually the professional

personal assistants for men with disabilities. The expectation of altruism

and sacrifice puts the burdens of care on women, so that men are often

deemed “heroic” when they take on these roles for friends or family

members. Because of the lack of social preparation, however, men may

break down more severely under the emotional responsibilities.

Bodily ability for everyone is a continuum that changes throughout our

lives, and many of us who consider ourselves “able-bodied” are hampered

by physical deficiencies and grateful for the environmental and

technological easements many countries have mandated for public

facilities and workplaces. People with disabilities are part of this

continuum, yet they still tend to be isolated and stigmatized as “different.”

They are as different among themselves—by all the usual social measures,

but especially gender—as any other supposedly uniform group of people.

Notes

1. This chapter does not discuss emotional or learning disabilities; they are beyond the focus of this

book.

2. “Disabilities Affect One-Fifth of Americans.” Census Brief, 1997, U.S. Census Bureau Web

site.
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3. People with status dilemmas have two contradictory major statuses, one high and one low

(Hughes 1971).

4. For accounts of lesbians with disabilities, see Brownworth and Raffo (1999).

5. For a poignant, detailed account by a man of his care of his wife in the last stages of

Alzheimer’s, see Bayley (1998).

6. I am indebted to Susan Farrell for this point.

7. See the special issue of Sexuality and Disability 12 (Summer): 1994, “Women with Disabilities:

Reproduction and Motherhood,” edited by Marsha Saxton.

8. For personal testimonies and counseling advice on these issues, see Bullard and Knight (1981).

9. An Israeli study found that parents were more likely to reject a newborn with what they felt

were “non-human” facial or bodily deformities that were nonlife-threatening than one with serious, but

hidden, defects (Weiss 1994).
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CHAPTER 5

If a Situation Is Defined as Real: 

Premenstrual Syndrome and Menopause

We should think about the consequences of defining a large proportion of otherwise well

women as ill because of unpleasant feelings during part of their menstrual cycle. To assert the

reality of their feelings—yes, this is essential—but to decide that they are abnormal and to be

stamped out . . . that is another matter. (Laws et al. 1985, 36)

 

In the twentieth century, in Western culture, the menstrual cycle was

transformed from a misunderstood and somewhat contaminating female

phenomenon to a series of biomedical events—the hormonal inputs of

puberty, preparation of the uterus for pregnancy, and cessation of

reproductive function. From this biologically informed perspective, we

learn that for most women, in the absence of conception, menstruation

ensues; if a heterosexually active teenage to middle-aged woman doesn’t

get her monthly period, she suspects that she is pregnant. When a woman’s

ovaries stop their maturation of eggs, the cessation of ovulation sets off

the process we call menopause. A woman’s body no longer secretes

pregnancy-preparing hormones that thicken the lining of her uterus; the

lining no longer needs to be sloughed off in the absence of fertilization of

the ovum, and gradually, the cessation of menstrual periods—menopause

—occurs.1 Any problems that accompany these cycles, such as pain,

discomfort, or emotional reactions, have become medical. The solution is

frequently a prescription for a hormone or other powerful medication,

when stress management, nutritional supplements, and social supports

might work better and have fewer long-term side effects.
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Women’s experiences of menarche, menstruation, and menopause are

mediated by beliefs about femininity, desirability, and social worth. In

Western culture, menarche is not a time of celebration, but the onset of the

possible embarrassment of showing blood and the danger of getting

pregnant. Menstruation is an occasion for put-downs about poor

functioning “on the rag.” Menopause has become a sign of aging and the

end of procreative capabilities. Since a Western woman’s social status is

so intertwined with her body and reproductive biology, cultural values

surrounding menstruation and menopause spill over into valuations of

womanhood itself.

These negative feelings about oneself and one’s body can intensify

reactions to the cramps, bloating, and other physical reactions that often

accompany hormonal fluctuations. Serious attention to these discomforts

legitimizes a physical and social reality that historically was ignored,

trivialized, or misunderstood. However, the medical and cultural

interpretation of these reactions can also stigmatize women as mentally

ill, unreliable, sick, incompetent, and weak. Although there certainly are

women who do benefit from amelioration of disabling menstrual

conditions, most women pursue their usual activities before and during

menstruation and menopause (Yankauskas 1990). Nonetheless, there are

multiple examples of how all women are said to suffer (and make others

suffer in turn) from the “horrors” of “that time of month” or “that time of

life.” In our society, these syndromes denigrate women as a group and

justify their subordinate social status (Laws 1983; Rittenhouse 1991; Zita

1988). Menstruation and menopause are real physiological and emotional

events. A gendered analysis of sociocultural and biomedical

interpretations of female procreative cycles as the sources of physiological

and emotional disorders shows the power and legitimacy of Western

medicine to shape these experiences. The onset and cessation of

menstruation are now believed to be liminally dangerous times for all

women, and this social reality affects women’s everyday lives. To

paraphrase a classic statement of sociology, “If a situation is defined as

real, it is real in its consequences.”2

Medicalized Menstruation
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The events of the menstrual cycle vary in when they occur, how long they

are experienced, and what physiological and psychological changes

accompany them. In the course of biomedical research on the physiology

of the female reproductive system, “normal” was defined and specified:

time of first period (menarche), length of time between cycles, duration

and amount of flow, timing of cessation of cycles, and physiological and

emotional accompaniments to all of these events.3 The 28-day cycle,

which Johanna Foster says is a widely accepted myth in Western culture, is

based on an equally conventional month of four seven-day weeks, not on a

lunar month, which takes 29.5 days (1996, 536–37). Even the dosage of the

oral contraceptives that were so popular in the 1960s and 1970s was

geared to a supposed “natural” menstrual cycle (Gladwell 2000). Yet, at

present, in medical and popular publications, the divisions of the cycle

differ in number, transition points, markers, and names:

Not only are there discrepancies over how many phases constitute “the menstrual cycle” and

what to call these supposedly distinct phases, but there is also contention in the literatures over

how long some of these stages should last, particularly “ovulation,” “postovulation,”

“premenstruation,” “menstruation,” and perhaps most importantly, the whole “menstrual cycle.”

(Foster 1996, 535)

The biomedical perspective on the physical, behavioral, and emotional

effects of the menstrual cycle is thus a social construction, reflecting the

high value Western science puts on regularity and control of bodily

functions. As Joan Brumberg’s (1997) social and cultural history of female

bodies demonstrates, the biomedical perspective on menstruation colludes

with corporate forces to create a commercial ritual for adolescent girls.

Using girls’ diaries and media advertisements to investigate the

historically changing meaning of menstruation, Brumberg concludes:

Unfortunately, many American girls grow up equating the experience of menarche and

menstruation with a hygiene product. By creating a profit-making enterprise from adolescent

self-consciousness, the postwar sanitary products industry paved the way for the

commercialization of other areas of the body, such as skin, hair, breasts—all of great concern

to developing girls. (p. 54)

Articles on menstrual problems in women’s magazines are written by

doctors or cite doctors, and the accounts of women’s experiences in them

reflect the biomedical view that these problems are individual

abnormalities caused by imbalanced hormones (Chrisler and Levy 1990;
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Markens 1996). A medical consultation may or may not help an individual

woman with her problem, but it is likely to result in a medical label for her

symptoms. From a social perspective, the encouragement of girls and

women to seek medical help for any and all menstrual problems

contaminates the status of womanhood with the expectation of regularly

recurring illness (Riessman 1998). These “illnesses” are various: too

frequent or infrequent menstrual periods, premenstrual physical and

emotional reactions; difficulties during menstruation—in short, whatever

does not meet the current medical measures for normal female

functioning.

As a result, women’s bodies are routinely made publicly visible,

managed, and “protected” by a powerful institution of social control. One

consequence is that despite the strong evidence of women’s overall

physical hardiness, all women are considered unfit for certain kinds of

work and physical activity because of their procreative physiology. What

supposedly makes females “real” women—their menstrual cycles—makes

them unreliable workers, thinkers, and leaders.

Cultural Constructions of Menstruation

In many Western folklores, menstruating women are impure and

contaminating. In the shift to a scientific view of menstruation in the late

nineteenth century, notions of menstrual pollution were replaced by the

idea that monthly periods were necessary to women’s health (Bullough and

Voght 1973). A twentieth-century version that challenges the cultural view

that menstruating women are impure transfers the notion of impurity to

men. In 1993, in a long article in The Quarterly Review of Biology, Margie

Profet, a feminist biologist, presented an innovative biological theory of

why women menstruate. Profet argued that “the function of menstruation

is to defend against pathogens transported to the uterus by sperm” (p.

338). Using data from research on the menstrual cycles of primates and

other animals where fertilization is internal, she claimed that the design of

the uterus and the non-clotting quality of menstrual blood are evidence of

menstruation’s protective function in ridding the uterus of potentially

harmful bacteria. Thus, in her interpretation, menstruation rids women of

impurities instead of making them impure.
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In actuality, menstruating is the mark of a woman’s potential fertility,

and it is her child-bearing capacity that was seen in need of protection, not

her health. Thus, when more women began to attend college at the

beginning of the twentieth century, scientific studies supposedly proved

that if they used their heads too much, they would stop menstruating—

they would no longer be fertile women. There were also dire warnings that

too much exercise was bad for women’s fertility (Vertinsky 1990).

In the late 1970s, as women increasingly entered athletic competitions,

similar scientific studies showed that women who exercised intensely

would cease menstruating because they would not have enough body fat to

sustain ovulation (Brozan 1978). But when one set of researchers did a

year-long study that compared 66 women—21 who were training for a

marathon, 22 who ran more than an hour a week, and 23 who did less than

an hour of aerobic exercise a week—they discovered that only 20 percent

of the women in any of these groups had “normal” menstrual cycles every

month (Prior et al. 1990). The dangers of intensive training for women’s

fertility were exaggerated as women began to compete in arenas formerly

closed to them.

Emily Martin attributes the proliferation of research on the monthly

inefficiency and unreliability of women workers to the goal of keeping

them out of the work force during times of high unemployment, such as

during the Depression (1992, 113–28). When women workers were

necessary to arms production during World War II, other studies

(sometimes by the same researchers) showed that menstruation was no

hindrance to women doing any kind of work.

According to many feminists, the subordinate social status of women

is the result of historic and economic processes; biology is used as a

pervasive justification for their subordination but is not the cause of it

(Koeske 1983; Lorber 1993b).4 Gloria Steinem asked in 1978, “What

would happen . . . if suddenly, magically, men could menstruate and

women could not? . . . The answer is clear—menstruation would become

an enviable, boast-worthy, masculine event” (p. 110).

Ritual Menstruation

Non-Western cultural models often present a more positive view of

menstruation, construing its phases as positive life cycle events to be
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ritually celebrated (Buckley and Gottleib 1988). Chris Knight (1991) has

developed a theory that links menstruation and the origin of culture in

prehistoric gathering and hunting societies. Using Martha McClintock’s

(1971) observations that women who live together often menstruate at the

same time, Knight argues that since the women of a tribe worked together,

they would ovulate and menstruate together.5 They would then refuse to

have sex with the men of the tribe and would encourage them to go away

from the camp to hunt. They would induce the men to bring back the meat

to be cooked with the promise of sexual relations during what would then

be the women’s time of greatest fertility. The symbolic taboos on

menstrual blood and on the blood of raw meat were, Knight argued, the

origins of culture.

The more common conceptualization of menstrual taboos has been

negative and oppressive of women: “Perhaps one reason the negative

image of failed production is attached to menstruation is precisely that

women are in some sinister sense out of control when they menstruate.

They are not reproducing, not continuing the species, not preparing to stay

at home with the baby, not providing a safe, warm womb to nurture a

man’s sperm” (Martin 1992, 47).

However, in nonindustrialized societies with high fertility rates,

menstruation does not occur every month, since women are pregnant or

breast-feeding during most of their child-bearing years. Menstruation is

unusual, an anomaly, and it is sometimes seen as conferring magical

powers; menstrual blood can be used for witchcraft—to harm or to heal

(Buckley and Gottleib 1988). Close readings of ethnographic accounts

reveal that it is often unclear whether menstruating women have to be kept

in seclusion because they are contaminating, or others have to be kept

away from menstruating women because they are sacred and frightening:

Many menstrual taboos, rather than protecting society from a universally ascribed feminine evil,

explicitly protect the perceived creative spirituality of menstruous women from the influence of

others in a more neutral state, as well as protecting the latter in turn from the potent, positive

spiritual force ascribed to such women. In other cultures menstrual customs, rather than

subordinating women to men fearful of them, provide women with means of ensuring their own

autonomy, influence, and social control. (Buckley and Gottleib 1988, 7)

Whether menstruation stigmatizes or endows women with charisma, it has

been seen as something that disturbs the usual social order and must be

contained (Martin 1992, 27–53).
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Emotional Menstruation

The ideology that women are out of control around the time of

menstruation has become attached to the premenstrual syndrome (PMS).

Women who experience PMS are said to be particularly excitable during

the week or so before they menstruate—exhibiting mood swings,

aggressiveness, anger, and even violence. The same notion of

uncontrollability colors menopause, the time of cessation of regular

menstrual cycles. Here, however, the woman is said to suffer more than

those around her—from the embarrassment of hot flashes, insomnia from

night sweats, and general emotionality. The onset, occurrence, and

cessation of menstruation are caused by hormonal shifts that are, in

themselves, normal physiological events that can have diverse bodily and

behavioral effects (Lennane and Lennane 1973). The question is, why are

these accompanying effects considered “symptoms”? And is the

translation of diffuse “feelings” into a clear “diagnosis” benign or

detrimental? The answer to the first question depends on a woman’s

culture and the extent to which the menstrual cycle is medicalized in her

social world. The answer to the second question depends on how diagnoses

of PMS and menopause are viewed, in medical as well as lay discourse.

The current view of PMS and menopause as producing uncontrollable

emotions and behavior is reminiscent of the view of pollution as that

which disturbs the social order (Douglas 1966). As Sophie Laws says,

The “symptoms” of [PMS] which the doctors show most concern over—depression, anxiety,

and so on—are mental states which do not “fit” with women’s culturally created notions of

ourselves as nice, kind, gentle, etc. “Mood change,” as such, is often listed as a symptom—

demonstrating that change as such is not culturally acceptable. . . . There’s just no room for

women to have strong feelings of their own, disrupting this comfortable flow of emotional

services. (Laws et al. 1985, 35)

In this sense, PMS and menopause have replaced menstruation itself as

antisocial forces that need to be subdued. To counter this view, some

feminists have reinterpreted menstrual mood swings as having positive

rather than negative effects, describing, for example, premenstrual tension

as a heightened energy state (Guinan 1988).

PMS: Hormonal Hurricane or High Energy State?6
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Premenstrual tension was described and attributed to hormonal causes

sixty-five years ago (Frank 1931); since then, most research has followed

the biomedical model—defining it as a syndrome, with a hormonal cause,

a pathology located in the individual. Much of the medical and lay focus

has been on the psychological aspects of what was called Late Luteal

Phase Dysphoric Disorder and Premenstrual Dysphoric Disorder in the

American Psychiatric Association’s official diagnostic manuals (Figert

1995; Gitlin and Pasnau 1989). More recently, the pharmaceutical industry,

through a multimedia advertising campaign, has claimed that

Premenstrual Dysphoric Disorder (PMDD) is a more severe but widely

experienced form of PMS. It is cited as an official psychiatric diagnosis

with accompanying pharmaceutical treatments. According to one study

done under pharmaceutical auspices, PMDD affects approximately 5

percent of menstruating women in the United States (Frackiewicz and

Shiovitz 2001).

Premenstrual psychological effects are genuine problems when they

interfere with a woman’s capacity to carry on her normal social functions,

when they disturb her social relationships, and most notoriously, when

they cause violent acting out (Rittenhouse 1991). However, critics have

noted that there is considerable confusion about PMS—whether it is a

single syndrome, when it occurs, whether the psychological effects are

hormonal, how many women have debilitating effects, and whether the

effects are necessarily negative.

The diffuseness and multiplicity of symptoms are indications of

diagnostic slipperiness—close to one hundred different symptoms of PMS

have been listed (Laws et al. 1985, 37–38). Some women experience

premenstrual bodily changes, others emotional ups and downs, and still

others a combination of both, in mild, moderate, and severe forms:

The emotional states most commonly reported in studies of PMS are tension, anxiety,

depression, irritability, and hostility. Somatic complaints include abdominal bloating, swelling,

breast tenderness, headache, and backache. Behavioral changes frequently reported are an

avoidance of social contact, a change in work habits, increased tendency to pick fights

(especially with a spouse/partner or children), and crying spells. (Abplanalp 1983, 109)

There is some question about the cyclicity of PMS. Many women and

men experience mood swings by the day of the week; for women, these

may modify or intensify menstrual-cycle mood swings (Hoffmann 1982;

Rossi and Rossi 1977). Mary Brown Parlee (1982b) found that individual
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women were less likely to attribute psychological mood swings to

menstrual cycles than to other causes, such as reactions to difficulties at

work or at home; when the data were grouped, however, the presence of

menstrual mood cycles was magnified because the other patterns were

idiosyncratic. Daily self-reports gave “a picture of what might be called a

‘premenstrual elation syndrome’ that is the opposite of the negative one

embodied in the stereotype of premenstrual tension” (Parlee 1982b, 130).

Retrospective reports from these same women described their feelings in

stereotypically gendered terms. They interpreted PMS as a medically

permissible aberration from otherwise socially expected performances of

femininity.

Stereotypically, women suffering from PMS are said to be cranky,

irritable, angry, violent, out of control. These characteristics assume some

kind of comparison—with the same woman at other times of the month or

with an idealized notion of the behavior of a “normal” feminine,

heterosexual woman of reproductive age. One woman physician

sardonically commented that perhaps the effects of what is defined as

premenstrual syndrome—anger and irritability—stand out because this

behavior is in contrast to three weeks of pleasant sociability (Guinan

1988). Sharon Golub suggests that comparisons with men would be useful:

“While women’s moods may vary cyclically, there is no evidence that

women are more prone to anger than men. In fact, the opposite is probably

true. Witness the far higher rates of crime and accidents among men.

Some have suggested that the worst part of being premenstrual is that that

is when women are most like men” (Golub 1992, 204).

Control groups, however, are rarely used in research on PMS (Fausto-

Sterling 1985, 106–7). Samples are usually not diversified by racial or

ethnic group, religion, social class, age, or sexual orientation, nor are

cycles followed for a long period of time. Subjective feelings of tension,

agitation, depression, and anger are loosely defined and poorly measured.

The menstrual cycle is assumed to be the cause of mood changes, never

the other way around, even though research has shown that hormones are

as affected by behavior as behavior is by hormones (Kemper 1990; Koeske

1983). The notorious connection between premenstrual tension and

crimes, suicides, and other destructive actions may be due to emotional

stress that causes both changes in the menstrual cycle and pathological

behavior. Brown Parlee (1982a) found that women taking important
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examinations are as likely to be premenstrual or menstruating as women

committing crimes are.

The controversy over whether PMS could be used as a defense in

murder trials made the syndrome a household word in 1981 (Laws 1983).

An equally contentious battle went on during the late 1980s over whether

to make PMS an official diagnosis in the revised third edition of the

Diagnostic and Statistical Manual of Mental Disorders (DSM-III-R),

which delayed its publication by two years (Figert 1995). In this battle, the

feminist Committee on Women of the American Psychiatric Association

(APA) enlisted professional and lay women’s groups to prevent the

legitimation of a diagnosis that they felt had the potential of stigmatizing

all menstruating women as potentially “crazy.” They argued that even a

careful definition that emphasized severity and intractability of

psychological reactions to a primarily physiological phenomenon was

likely to be misconstrued as constantly recurring instability and

irrationality. However, without an official diagnosis, third-party insurers

would not pay for treatment of PMS as a primary psychiatric disorder.

The issue of who was to treat was interwoven with the question of the

definition of the disorder (Figert 1995). If the problem is due to hormonal

imbalance, then it is the province of gynecologists; if the problem is

primarily emotional, then it should be treated by M.D. psychiatrists.

Psychologists, social workers, and other mental health workers who did

not have M.D. degrees claimed the right to treat what they defined as a

social situational problem. Feminist women’s groups pushed for self-

treatment and alternative health care remedies for the discomforts of a

normal physiological process. The Institute for Research on Women’s

Health in Washington, D.C., using feminist networks and the mailing list

of the National Coalition for Women’s Mental Health, focused media and

the public’s attention on the issue, and encouraged a letter-writing

campaign to the APA.

The outcome was a compromise—listing in the Appendix of the DSM-

III-R and also in the DSM-IV. Such placement indicates that the syndrome

needs additional research for verification and use as an insurable

diagnosis. It was a defeat for the professional and laywomen who wanted

to keep PMS out of the manual entirely, Figert argues, and a victory for the

PMS researchers who wanted criteria to make their research “more

definable, specific, and fundable” (1995, 68). But the criteria (physical and

www.urdukutabkhanapk.blogspot.com



psychological, not social situational) then shape the way the research is

designed and predicts the ultimate outcome (medical or psychological

treatment, not changes in relationships or lifestyle). As Brown Parlee

points out, the call for more rigorous criteria of menstrual cycles

frequently means that even in social scientists’ research, physiological

measurements of hormonal levels are built into the research design,

necessitating collaboration with biomedically trained researchers (1994,

98).

Although positive mood changes have been reported for over a decade,

they are almost never looked for in most PMS research (Martin 1992,

128–29; Parlee 1982b). Martin suggests that from a feminist perspective,

premenstrual tension can be positive—not only a release of ordinarily

suppressed anger at the everyday put-downs women are subject to, but a

different kind of consciousness, concentration, and creativity: “Does the

loss of ability to concentrate mean a greater ability to free-associate? Loss

of muscle control, a gain in ability to relax? Decreased efficiency,

increased attention to a smaller number of tasks?” (1992, 128). Women

who have autonomy in their work could find these times productive, but

factory workers, data processors, nurses, mothers of small children—the

majority of women—cannot afford the loss of self-discipline. Given the

way work and time are organized in industrialized societies, “women are

perceived as malfunctioning and their hormones out of balance rather than

the organization of society and work perceived as in need of a

transformation to demand less constant discipline and productivity”

(Martin 1992, 123). Since work and family life are not likely to be

reorganized, women who are overwhelmed by the pressures of their daily

lives may find it necessary to claim illness periodically, as a means of

getting relief without blame (Parlee 1994, 104–5).

Menopause: The End of Womanhood 

or the Beginning of a Valued Status?

As with PMS, the biomedical accounts of menopause have outweighed

social analysis and commentary in professional and lay discourse (Bell

1990). Western culture imposes a negative connotation on women’s

experiences of their bodies and emphasizes a separation of body and mind.

Western women are given no chance to contemplate their bodies as located
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in time and place and as theirs to control (Levesque-Lopman 1988).

Women experience menopause as a culturally constructed process

mediated by beliefs about femininity, desirability, and productivity. It has

become a sign of aging and the end of procreative capabilities. Since

Western women’s social status is so intertwined with their body and

biology, menopause has been seen as virtually the end of womanhood (Zita

1993). In contrast, Peruvian women gain full adulthood around the time of

menopause, reaping social and financial benefits and freedom from daily

chores for large extended families (Barnett 1988).

Affluent men or those who have attained secure positions in academe

or other professions had, in the past, not worried as much about aging as

middle-class women had, but their cultural protections may be

disappearing. The highly fluctuating economy and women’s growing

financial and psychological independence make men vulnerable to the

marketing of facelifts and other cosmetic surgery, hair transplants and

dyes, exercise and sports regimens (Gullette 1993). Despite talk of a male

climacteric, the markers of aging in men are not yet as medicalized as

menopause is. So the pressures on men to “do something about aging” are

less likely to be backed by a powerful medical ideology that translates

natural processes into illness and routinizes hormonal replacement therapy

in the name of “feminine forever.”7 No one seems to be arguing that men

over fifty are not masculine.

What makes menopause different from PMS is that the condition

itself, not just its effects, is seen as a medical problem. Cessation of

menstruation, the result of no longer ovulating, has become a “deficiency

disease” to be cured by permanent hormone replacement therapy (McCrea

1986). Despite the evidence of lay knowledge about menopause and

treatment of its accompanying effects by herbal medicines and high-soy

and other diets, biomedical treatments are assumed to be the only

legitimate resource (Agee 2000; Goldstein 2000). The use of estrogen,

popularized in the 1960s, was supposed to cure psychological as well as

physiological effects of menopause—to energize, tranquilize, counteract

depression, increase libido, alleviate hot flashes, minimize night sweating,

and reverse vaginal dryness. By the mid-1970s, the danger of endometrial

cancer led to medical recommendations that estrogen, also known as

hormone replacement therapy (HRT), be used only for symptoms directly

related to lower hormone levels (body temperature fluctuations and
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vaginal changes), at low doses, and for a short period of time. Instead,

drug companies came up with an estrogen-progesterone combination that

they claimed was safer, although there were reports of possible increases

the incidence of breast cancer with its long-term use (Lewis 1993).

Around the same time, a new reason for extended use of HRT emerged

—preventing the loss of bone mass and forestalling the possible

development of osteoporosis. A recent clinical conference on osteoporosis

recommended a combination of prevention tactics in addition to HRT—

calcium in diet and supplements, exercise to increase bone mass and

strengthen muscles, balance training, stopping smoking (Anonymous

2001; see also Cauley et al. 2001). An additional indication for long-term

hormone replacement is prevention of heart disease, but HRT use is not

unequivocally beneficial (Grodstein et al. 2001; Mosca et al. 2001).

Perhaps because of the complexity of treatment outcomes and side effects,

many women find it difficult to decide whether to go on or continue long-

term hormone use, even though it is heavily promoted by physicians and

by the pharmaceutical industry (Griffiths 1999).

Early studies of symptoms of menopause were done on women who

had sought medical help or who had had hysterectomies. In order to track

the occurrence of perimenopausal, menopausal, and postmenopausal

symptoms in a more general population, a cohort of 2,572 women aged

forty-five to fifty-five years in 1981 were selected from census lists in

thirty-eight Massachusetts cities and towns (Avis and McKinlay 1995).8

The sample was diversified by size of city or town, per capita income, and

racial identification. The women were interviewed for thirty minutes by

telephone every nine months over five years. At each interview, they were

asked questions about their menstrual status, physical health, utilization of

health care, and sociodemographic status. On a rotating basis, they were

asked about their social support networks, their lifestyle (including

depression), and their help-seeking behavior. This carefully constructed

survey found that “natural menopause seems to have no major impact on

health or health behavior. The majority of women do not seek additional

help concerning menopause, and their attitudes toward it are,

overwhelmingly, positive or neutral” (Avis and McKinlay 1995, 45).

Almost 69 percent of the women did not report being bothered by hot

flashes or night sweats, and 23 percent did not report having had them at

all. Only 32 percent said they had consulted a doctor for menopausal-
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related symptoms, and these women were likely to have been depressed

before menopause. The authors conclude that the stressful impact of other

life events far outweighs the stress of menopause.

Other studies have also shown that the incidence of supposedly

universal symptoms of menopause are not experienced by every woman.

Japanese women are much less likely to report experiencing hot flashes or

night sweats during the year after their menses had ceased than women in

Manitoba, Canada, and Massachusetts in the United States (Lock 1993,

36).9 Interviews with 603 postmenopausal Indonesian women found that

less than a third reported having had hot flashes; they used an herbal drink

and daily servings of papaya (which is estrogenic) as a remedy for hot

flashes and for vaginal dryness (Flint and Samil 1990). A Netherlands

study of 4,426 women and 4,253 men between the ages of twenty-five and

seventy-five used data from a general health questionnaire administered to

a sample of general practitioners’ patients (Van Hall et al. 1994). The

researchers found that the only symptom directly related to menopause

was excessive perspiration. Diffuse complaints, such as dizziness,

headache, tiredness, nervousness, sleeplessness, listlessness, palpitations,

aggressivity, irritability, and depression were neither gender-specific nor

age-specific. These authors concluded that “there is no rationale in

prescribing estrogens for psychological problems or mood disorders

occurring during the climacteric or the postmenopausal period” (p. 47).

Margaret Lock’s study of menopause in Japan found that it was not

medicalized: “The dominant physicians’ discourse, which they share with

nearly all their patients, remains one in which konenki figures as a natural

transition, one through which both men and women must pass, but during

which, because of their biological makeup, women are thought to be more

vulnerable than men to physical and emotional difficulties” (1993, 293). A

visit to a physician is encouraged for women only to check that there are

no other health problems, and hormonal replacement therapy is used very

conservatively; herbal medicine is preferred. Without widespread use of

hormonal replacement, Japanese women have one-quarter the mortality

rate from heart disease and half the incidence of osteoporosis of North

American Caucasian women, despite a less dense bone mass; their life

expectancy is the longest in the world (pp. 295–96).

Menopausal symptoms are not even universal among inhabitants of the

same country. As part of the Study of Women’s Health Across the Nation
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(SWAN), researchers interviewed 14,906 multiethnic, multiracial, middle-

aged women. Based on self-reported medical histories from women of

Caucasian, African-American, Chinese, Japanese, and Hispanic groups, the

consistently statistically significant factors that were identified as

experienced during menopause were hot flashes and night sweats

(vasomotor symptoms) and psychological and psychosomatic symptoms,

such as depression and headaches (Avis et al. 2001). Controlling for age,

education, health, and economic status, Caucasian women reported

significantly more psychological symptoms and African-American women

reported significantly more vasomotor symptoms. The variety of ways

menopause is experienced by different women has been termed “local

biologies,” suggesting that there is no universal menopausal “syndrome”

(Lock and Kaufert 2001).

If menstruating is so problematic, why is the cessation of menstruation

construed as such a problem, asks Sharon Golub, and gives as the answer,

“fear: fear of aging, fear of loss of sexuality, fear of getting depressed, fear

of loss of health” (1992, 236). Yet when these connotations of menopause

are teased apart, the health aspect elicits more negative attitudes than

when menopause is construed as a sign of aging, like gray hair and

retirement, or when it is seen as a life transition, like puberty and leaving

home (Gannon and Ekstrom 1993). Furthermore, women on the other side

of the menstrual divide, those who are a year past their last period, have

expressed very positive feelings—“of beginning a new life, of feeling

great, of being wonderful, and of enjoying their lives” (Dickson 1990).

The study of postmenopausal Indonesian women also found a high

incidence of reports of positive feelings—affection, excitement, well-

being, energy, and orderliness (Flint and Samil 1990).

Feminist analyses look beyond the individual to sociocultural

phenomena—the social status of older women, differing images of

sexuality for women and men, and place in a constellation of family and

friends.10 These phenomena, which vary from culture to culture and by

social class, structure the experience of menopause. Thus, aging women in

the United States are supposed to turn to their doctors for help; in Japan,

they expect to be looked after by their daughters-in-law (Lock 1993, 386).

Among upper-caste women in India who are segregated from men,

menopause lifts their restrictions and gives them the freedom to socialize

outside the home and to travel (Flint 1982, 367–69). For American
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women, “it meant pleasure at avoiding whatever discomfort they felt

during periods and relief from the nuisance of dealing with bleeding, pads,

or tampons. . . . For those women sexually active with men, it meant

delight to not suffer the fear of pregnancy” (Martin 1982, 175). But not an

elevation to a more valued status.

Marcha Flint’s suggestion for Western women is to “bring all aged

crones into view, not as spectral shadows, but as women in our full

presence, substance, and power” (1993, 75). Germaine Greer’s manifesto

is even more confrontational: “Though the old woman is both feared and

reviled, she need not take the intolerance of others to heart, for women

over fifty already form one of the largest groups in the population

structure of the Western world” (1991, 4).

Politics of PMS and Menopause

Reviewing her own twenty years of work on menstruation, the conferences

she has attended, and the proliferating literature on PMS, Mary Brown

Parlee concludes that “biomedical researchers’ knowledge claims . . . have

come to prevail over those of social scientists. . . . As in the popular

culture, biomedical literature now routinely and unproblematically

(incontestably) refers to PMS as something some women ‘have.’

Permitted scientific disputes now concern what causes ‘it’ and how ‘it’

can be treated” (1994, 103). The same thing, she suggests, has happened to

menopause. In both instances, drug companies profit from enormous

markets for their products; gynecologists profit from expansion of their

practices in a time of declining births; psychiatrists (especially those in

managed care) also benefit from a larger pool of patients; physician-

researchers’ quantifiable projects get funds from government agencies,

medical centers, and drug companies. A longitudinal study found an

overall trend of increases in estrogen prescriptions from 1980 to 1995,

indicating the predominance of the medical system in defining and

treating menopause (Bartman and Moy 1998).

However, it is not simply entrepreneurial interests that drive the trend

of medicalizing women’s bodies and procreative experiences. In the

medicalization of PMS and menopause, one of the main interest groups

has been women themselves. The biomedical model of PMS and

menopause has advantages for women. Just as in the late nineteenth
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century, when middle- and upper-class women used the sick role as a way

of opting out of the obligation to bear numerous children and run

households to suit their husband’s wishes, women today may get

temporary relief from multitasking and a partner’s attention to their needs

with a diagnosis of menstrual complications legitimated by the ultimate

authority, the physician (Ehrenreich and English 1973; Parlee 1994). For

working-class women with access to medical care, who had no such

recourse in the nineteenth century, medical attention may be better than no

attention.

When PMS and menopause produce debilitating physical and

psychological symptoms for certain women, prescriptions for

tranquilizers, mood enhancers, and hormone replacement have certainly

been helpful. But so have herbal remedies, dietary supplements, exercise,

and yoga. So, what are the dangers of the medical diagnosis of PMS and

menopause? First, it frequently results in treatments that have bad side

effects. Second, it objectifies and pathologizes women’s bodies and

procreative cycles. Third, it focuses attention only on the negative aspects,

the concomitant discomforts and emotional upsets that bring a woman to

the doctor, and ignores the positive aspects frequently reported in field

surveys. Fourth, it makes women periodically “sick,” and their reputations

as reliable workers, and especially their potential for positions of

authority, are seriously damaged. And finally, women’s anger and protest

over the conditions of their lives are safely defused by a diagnosis that can

be contained within the medical system.

Transforming Diagnoses Back into Women’s Troubles

Since so much of the current perspective on PMS and menopause is

biomedical, it is important to look at what goes on in the doctor’s office

that turns presenting symptoms into medical diagnoses. In her analysis of

medical encounters between women patients and men doctors, Kathy

Davis describes how patients’ emotionally loaded reports of diffuse

complaints are shaped and focused into treatable medical syndromes by

doctors who are genuinely trying to ameliorate the patients’ distress

(1988, 330–46). Her accounts suggest the process by which women’s

search for help for disturbances of the body and emotions around the times

of menstruation and its cessation get turned into medical diagnoses.
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In presenting their reasons for coming to the doctor, Davis notes,

patients not only describe their symptoms or the progress of an ongoing

illness, they also complain about their social troubles, their suffering, their

distress: “Patients defined their problems as part of the activity of

complaining rather than as a complaint, as an experience rather than a

diagnostic category, as something serious enough to feel bad about, and

themselves as persons deserving both sympathy and respect” (p. 333). The

physicians’ task is to use medical expertise to sort out what is significant

in the patient’s “story about trouble.” The physician could tell the patient

that she had no treatable medical condition and just listen for the time

allotted for the visit. But physicians are trained to “do something,” and so

they adapt the patient’s presenting complaints to fit the most likely

medical diagnosis and urge the patient to accept it and the treatment that

goes with it.

The encounter, Davis notes, is not one of overt power and coercion.

The patient comes to the doctor as an expert for help with something she

feels she cannot handle on her own. The doctor, in turn, feels obligated to

offer practical help. Since the physician’s perspective and knowledge are

biomedical, the patient’s troubles are transformed into a medical

diagnosis. What is medically significant is the patient’s physiological or

psychosomatic reactions, and not the patient’s social situation or social

status. The remedy is a prescription for medication, not help in

understanding what is wrong in the patient’s life or support for doing

something about her troubles herself. “Not only were the women’s

problems shorn of their contextuality and forced into professional schemes

of relevance, but the GP seemed unable, in many cases, to understand what

made the problems problematic in the first place” (p. 345).

Although Davis did not have a comparison group of women

physicians, Sue Fisher’s (1995) work on the similarities and differences of

women patients’ medical encounters with men physicians and women

nurse-practitioners suggests that even health care workers committed to a

caring style maintain asymmetrical power, set the limits of appropriate

topics for discussion, and pressure for compliance with what they think is

the best treatment. The nurse-practitioners do, however, pay much more

attention to the patient’s accounts of their lifestyles and current social

situations, grant more competence and knowledge to their patients as

women, and are less likely to reproduce conventional ideas about
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appropriate feminine roles and behavior. They also tend to suggest

treatments tailored to a patient’s specific needs.

Women physicians are located between men physicians and women

nurse-practitioners in the medical hierarchy. Unless they have set up a

consciously feminist and patient-oriented practice, they may not act

differently than men toward women patients (Lorber 1985). However, as

we saw from the research on the medical encounter, women physicians do

listen and talk more. They are as likely as men physicians, though, to use

medical diagnoses of menopausal problems and suggest treatment by

drugs or hormones (Bush 1992).

It is probable that only by going outside of the conventional medical

system can menstrual and menopausal discomforts be demedicalized.

Alternative healing practices, such as diet, massage, exercise, and

nutritional and herbal remedies, may be more appropriate to the diffuse

and periodic symptoms so embedded in a woman’s daily life than the

hormones and tranquilizers doctors are likely to prescribe (Harrison

1985).11 But the search for treatment does not resolve the larger question

of why the subtle or marked physical and emotional changes that

accompany menstrual cycles are considered abnormal and social problems

and not part of normal variations in the rhythm of days, weeks, months,

and years. For that, a different perspective is needed, one that is fully

aware of gender issues, as well as the accompanying effects of racial

ethnic discrimination, social class inequities, relationship status, parental

responsibilities, work pressures, and all the other situational aspects of

women’s whole lives:

If we are to respect ourselves as women we have to own all our states of being as parts of

ourselves, even, and perhaps especially, the painful ones. If we are angry or sad before our

periods, there is anger or sadness in us, and there are reasons for it. The menstrual cycle does

not impose extraneous problems on a woman—it is part of her. (Laws et al. 1985, 57–58)

Summary

In this chapter we have argued that a biomedical focus on menstruation

and the menopause, currently the perspective legitimated by medicine and

scientific research, can have dangerous consequences for individual

women and for the status of women in Western society. Medical attention

turns diffuse physiological and psychological symptoms into diagnoses of
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illness. Reports in the scientific and lay media ignore positive feelings

frequently reported in surveys and interviews of women who do not

consult doctors—feelings of elation, energy, and well-being.

While the treatment of premenstrual, menstrual, and menopausal

physiological and psychological effects do bring relief to women who

suffer from them, the syndromes have been stretched into expectable

stages of every woman’s life. These syndromes then contaminate the

social status of women in general because they are cited as validations of

women’s unreliability as skilled workers and, especially, their inability to

hold positions of authority.

Construing menopause as a deficiency disease has led, in the United

States, to widespread prescriptions of long-term hormonal replacement

therapy for specific symptoms, such as hot flashes, night sweats, and

vaginal dryness; for diffuse symptoms, such as depression, sleeplessness,

fatigue, and sexual disinterest; and for prevention of heart disease and

osteoporosis. For an individual woman, short-term hormonal use might be

a useful remedy for extremely discomforting symptoms, but long-term use

carries the risk of breast and uterine cancer. For women in general, the

connotation of menopause as a lack of the crucial mark of womanhood

(potential for procreation) undercuts the status of older women as full

human beings.

Cross-cultural and cross-national studies give evidence of contrasting

views of menstruating women and women who have completed their

child-bearing. In some cultures, menstruating women have an aura of

spiritual and creative power. Similarly, in countries that mark the passage

of life transitions ritually and socially, the onset and cessation of

menstruation are important events in that they change a woman’s status—

from child to marriageable woman, from mother to respected elder.

Feminist critiques of the biomedical model of menstruation and

menopause have focused on its negative use in rationalizing the

subordinate status of women in Western society. They have also publicized

the potential risks and side effects of long-term therapy with

antidepressants, tranquilizers, and hormones, as well as the stigmatizing

consequences of labeling all women as potentially periodically

incapacitated or emotionally out of control. Without denigrating the

discomforts and debilities some women experience, they have

recommended short-term specific use of medical remedies and the
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effectiveness of alternative medicine. They have also argued that research

on the social psychological and situational aspects of menstruation and

menopause would produce fuller knowledge of women’s feelings and

behavior at “that time of month” and “that time of life.”

Notes

1. Not all cycles are ovulatory; anovulatory cycles are common when menses first start and as

they are stopping (Foster 1996: 537–40).

2. The exact phrasing of the sociological theorem, from a book by Dorothy Swaine Thomas and W.

I. Thomas, is: “If men define situations as real, they are real in their consequences” (1927: 47).

3. Katz Rothman points out that the same adherence to supposedly normal timing of physiological

events governs medicalized childbirths (1982: 257–74).

4. Brown Parlee feels that it is not a coincidence that widespread attention began to be paid to

PMS as a prevalent woman’s illness at the same time that feminism became a significant social

movement (1994: 101).

5. For other studies on menstrual synchrony, see Golub (1992: 69–70).

6. Fausto-Sterling used the phrase “hormonal hurricanes” in her chapter on menstruation, the

menopause, and female behavior (1985: 90–121).

7. Feminine Forever was the name of the book popularizing estrogen use written by Robert

Wilson (1966), a gynecologist from New York City who had set up a foundation to promote estrogens

that was supported by over a million dollars in grants from the pharmaceutical industry (McCrea 1986:

297). The popular literature at the time estrogen was first widely used in menopause was blunt in its

description of the postmenopausal woman. The author of Everything You Wanted to Know about Sex

but Were Afraid to Ask  said in the 1969 edition, “Not really a man but no longer a functional woman,

these individuals live in the world of intersex” (quoted in Fausto-Sterling 1985: 111).

8. The standard epidemiological definition of natural menopause is twelve consecutive months of

amenorrhea with no other cause; perimenopause was defined as a change in cycle regularity or periods

of amenorrhea of eleven months or less (Avis and McKinlay 1995: 46).

9. The comparative statistics on rates of hot flashes and night sweats are:

Japan—15.2%, 3% of 1,104

Manitoba—41.5%, 22.2% of 1,039

Massachusetts—43.9%, 11.3% of 5,505

10. Callahan 1993; Greer 1991; Lock 1993; Martin 1992; Voda et al. 1982.

11. One of the most famous remedies for “female complaints” was Lydia E. Pinkham’s Vegetable

Compound. First marketed in 1875 out of Mrs. Pinkham’s home in Massachusetts, it was manufactured

for a hundred years (Stage 1979). Its ingredients were “Unicorn root, Life root, Black cohosh, Pleurisy

root, and Fenugreek seed macerated and suspended in approximately 19 percent alcohol” (p. 32). The

recommended dosage was three spoonfuls a day.
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CHAPTER 6

Genital Surgeries: Gendering Bodies

What is “learned by the body” is not something that one has . . . but something that one

is. . . . It is never detached from the body that bears it. (Bourdieu 1990, 73)

 

In Western culture, women and men willingly undergo cosmetic surgery,

such as enlargement of breasts and penises, to physically mold their

appearance to fit ideals of feminine and masculine beauty.1 These

practices may lead to infections and systemic damage, but they are

undertaken as responses to culturally idealized expectations of how

women’s and men’s bodies should look.2 Other adults (transsexuals)

undergo surgical changes of their genitalia in order to change their gender

and, in part, their sex.3

Such surgical changes, since they are undergone voluntarily by adults,

need to be distinguished from genital surgery done on children too young

to give informed consent. Genital surgery on children agreed to by adults

responsible for them are of three kinds—ritual genital surgeries, routine

medical surgeries, and “clarifying” surgeries on infants born with

ambiguous genitalia (intersexuals). The most common forms of ritual

female genital surgery are excision of the clitoris (clitorectomy) and the

outer lips of the vagina. For males, both ritual and medical genital surgery

involve removal of the foreskin of the penis (circumcision).4 Surgery on

intersexuals includes medical procedures that reduce or enlarge genital

organs to make a more normal-looking clitoris or penis and to open or

close the area below to create a vagina or scrotum. The goal of intersexual
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surgery is to reconstruct genital anatomy to conform to the assigned

gender of the child and to acceptable, conventional measurements.

Female ritual genital surgery is a health and human rights issue in

many countries of the world, and immigration and asylum seekers have

brought these practices to the attention of Western countries. Intersexual

surgery and accompanying hormonal treatments are done by plastic

surgeons and endocrinologists, and so are fully medical procedures, but

they also raise issues of bodily integrity and children’s rights. Routine

circumcision on newborn male infants that is done by medical

professionals raises similar concerns, as the medical procedures are rarely

physically necessary. Ritual and routine genital surgery and reconstruction

of ambiguous genitalia have the cultural purpose of transforming children

and pubescent adolescents into what the community considers proper

females and males. These practices create gendered bodies and are part of

the continuum of risky and often health-endangering behaviors that are

responses to pressures to conform to what the community values for

bodily masculinity and femininity (Bourdieu 1990, 66–79).

Female Ritual Genital Surgery

For more than two thousand years, in a broad belt across the middle of

Africa, various forms of female genital surgery have been used to ensure

women’s virginity until marriage and to inhibit wives’ desire for sexual

relations after marriage, and also for aesthetic reasons. (The excised

genitals are considered ugly and masculine-looking.) Childbirth becomes

more dangerous because of tearing and bleeding, and there are risks of

infection and urinary problems after the procedures and throughout life

(Bashir 1997). However, there is no comprehensive data on rates of death

or on immediate and long-term physical complications from female

genital surgery. A review of the studies that did have data on post-surgery

problems found a 4- to 16-percent rate of urinary infections, a 7- to 13-

percent rate of excessive bleeding, and a 1-percent rate of septicemia

(Obermeyer 1999). Some ritual genital surgeries may increase the

transmission of HIV infection, but there have been no systematic studies

(Brady 1999).

Hanny Lightfoot-Klein estimated that the number of women living in

Africa in the 1980s who had their clitorises and vaginal lips excised was
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94 million (1989, 31). In the Sudan, these procedures are done on 90

percent of young girls, and in Mali on 93 percent (Dugger 1996). In Egypt,

it is estimated that 75 percent of the families excise their daughters’

genitalia (Ericksen 1995). In 1996, the United States passed a law making

all of these procedures illegal, and other Western countries with large

immigrant populations from Africa have also done so, despite the clash of

cultures (Rahman and Toubia 2000; Winter 1994).

The procedures range from mild sunna (removing the tip of the

clitoris) to modified sunna (partial or total clitorectomy) to infibulation or

pharaonic circumcision, which involves clitorectomy and excision of

outer vaginal lips, scraping the inner layers and suturing the raw edges

together to form a bridge of scar tissue over the vaginal opening, leaving a

small opening for urination and menstruation.5 Many women have

reinfibulation after childbirth and go through the process over and over

again. It is called adlat el rujal (circumcision for the man) because it is

designed to create greater sexual pleasure for men.6 Karen Paige

Ericksen’s interviews with sixty-four mothers and twenty-one operators

over a ten-year period in Egypt found that the surgical practices were the

same, no matter where they were performed or by whom:

The sequence of the operation is basically the same in both rural villages and popular quarters

of Cairo, whether performed by midwives, barbers, medically trained doctors, or itinerant

specialists. . . . When it is performed in a doctor’s office, a mild sedative, such as Valium, may

be given prior to the operation. Surgical instruments, as well as suturing are used, although no

mention was made of postoperative checkups. (1995, 313)

Although one of the main rationales for the surgeries is inhibition of

female sexual desires to keep girls virginal and wives chaste, reports of

the sexual consequences vary considerably. In Lightfoot-Klein’s interviews

with women throughout the Sudan who had clitorectomies and

infibulation, 90 percent described experiencing full orgasms during

intercourse once the period of excruciatingly painful opening through

penile penetration was over (1989, 80–102). However, Asma El Dareer’s

survey of 2,375 women, almost all of whom had had full infibulation,

found that only 25 percent experienced sexual pleasure all or some of the

time (1982, 48). Anthropologists who have done interviews on African

women much more recently argue that sexual pleasure after genital

surgery is extremely variable (Leonard 2000a; Obermeyer 1999).
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Such interviews reveal considerable commitment by women in African

societies to having genital surgeries done on their daughters (Williams and

Sobieszyzyk 1997). The women say that natural female genitals are

unclean and ugly, and the surgeries create a more pleasing, smooth, and

“feminine” genital area (Abusharaf 2001). They also feel that these

surgeries are an intrinsic part of gendering female bodies—making them

into potential or, if pubescent, adult women. However, not all ritual

surgeries have a long tradition. Lori Leonard’s firsthand studies in Chad

found a village where groups of teenage girls began to go off together to

have clitorectomies and a coming-out ceremony, as a voluntary rite of

passage, like piercing or tattooing, and without the approval of their

parents or the village elders (2000b). Whether they went through with the

surgery or not had little effect on their marriageability or friendships. In

another village, genital surgery had not been a traditional ritual practice a

generation ago, but the procedures and accompanying celebrations were

borrowed from nearby tribes by groups of young women. The new

coming-of-age fad became entrenched, and after a generation, few girls

could forego it without ridicule and ostracism.

When done on children too young to consent, from the viewpoint of

the West, female genital surgeries seem like the ultimate in child abuse,

but from the perspective of the societies where these practices are deeply

part of cultural beliefs, not to cut would be a serious breech of parental

responsibility.7 In the parts of the world where these practices are imbued

with religious, moral, and esthetic values, ritual genital surgeries make

girls into marriageable women. Ellen Gruenbaum’s (2000) five years of

fieldwork in the Sudan shows that change is coming from within, through

the influence of Islamic activists, the work of community health

educators, and the efforts of educated African women. Western outrage

and external efforts to stop female ritual genital surgeries often provoke a

strong backlash in the countries where these practices are common. This

clash of cultural perspectives has led one anthropologist to question

whether Western women could ever understand why African women would

willingly undergo genital surgery and have it done on their young

daughters, any more than African women who have had the surgeries can

understand how Western women can live with their ugly genitals

(Obermeyer 1999). Although Westerners may be reluctant to criticize

women’s beliefs and practices in cultures not their own, feminist and
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human rights policies do condemn patriarchal social structures that control

and oppress women, as well as practices such as ritual female genital

surgeries when they are part of women’s subordination.

Male Ritual and Medical Genital Surgery

Male ritual genital surgery is much older and more widespread than

female practices (Gollaher 2000).8 Where girls undergo ritual genital

surgery, boys do, too, in the same age range of infancy to young adulthood.

However, there are many societies that do not practice female ritual

genital surgery but do remove the foreskins of boy babies and young men.

Circumcision is part of male coming-of-age ceremonies in some parts of

Africa and is a Jewish and Islamic religious covenant, so many more

males than females have undergone ritual genital surgery. Culturally, male

and female genital surgeries have very different consequences. They both

mark children’s gender and sexual status, but for boys these are dominant

social positions, while for girls they are subordinate statuses.

In Western societies, circumcision is also done on newborns in

hospitals for nonreligious reasons. The United States has the highest rate

—about 64 percent; in Canada, about 48 percent of males are circumcised

(AAP 1999). Circumcision is uncommon in Asia, South and Central

America, and most of Europe. In the United States, rates vary by mother’s

education level and by racial category, with Whites at 81 percent, Blacks

at 65 percent, and Hispanics at 54 percent (Laumann et al. 1997). For older

men, those whose mothers had a high school diploma were 2.5 times more

likely to be circumcised than those whose mothers had not finished high

school; for younger men, the significant factor was whether their mother

had a college degree.

The recent debates over male genital surgery from a health point of

view present a trade-off of risks and benefits. There are high risks, but also

potentially high benefits from circumcision before puberty in sub-Saharan

Africa, and low risks but few benefits from circumcisions on male infants

in Western hospitals.

For the past decade, there have been reports in epidemiological and

medical journals about the possible link between circumcision and HIV

transmission. When the AIDS epidemic burgeoned in Africa, researchers

noted that there was a lower incidence in areas where male ritual genital
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surgeries were common than where men were not circumcised (Caldwell

and Caldwell 1996; Halperin and Bailey 1999). Two comprehensive

reviews of twenty-eight studies published up to 1999 on the effect of male

circumcision where heterosexual transmission is the predominant mode of

infection found a significantly reduced risk of HIV infection in

circumcised men—by at least half, and more in particularly high-risk

populations (O’Farrell and Egger 2000; Weiss et al. 2000). These studies

were done on populations of men in sub-Saharan Africa. An earlier report

from Nairobi, Kenya, found a one-third reduction of risk of HIV

transmission among women whose husbands or long-term male partners

were circumcised (Hunter et al. 1994). Far fewer studies have been done

on HIV transmission rates and circumcision in men who have sex with

men, but the data have indicated similar reductions in risk (Kreiss and

Hopkins 1993).

There seem to be several reasons for this protection (Szabo and Short

2000). One is that genital sores and sexually transmitted diseases are more

prevalent in men with foreskins, and these enhance the transmission of the

AIDS virus. Second, the foreskin contains a high density of cells that have

been identified as the possible primary target for HIV transmission. Third,

the foreskin itself is vulnerable to the minilesions and ulcerations that are

the sites of entry of the virus. Social variables that might be playing a part

in the connection between circumcision and lower risk of HIV infection,

such as Muslim religion, did not affect the results (Weiss et al. 2000).

Since the lowered risk rates occur primarily with men who had ritual

circumcisions before puberty, no one is suggesting that all men in high-

risk populations should immediately be circumcised, but there are ongoing

trial programs for encouraging the spread of the practice to communities

where it is not a cultural tradition (Bailey et al. 2000). A report from

Tanzania indicates that male circumcision may already be taken up by

urban secondary school boys from traditionally noncircumcising ethnic

groups (Nnko et al. 2001). Unless there is funding for trained

circumcisers, antiseptics, and medication for any consequent

complications, the results could be disastrous (Ahmed et al. 1999). In

South Africa, there have been reports of botched ritual surgeries on

adolescent boys done by unskilled or elderly traditional surgeons, as well

as HIV infections from unsterilized scalpels (Cauvin 2001).
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The debate over the benefits of removal of the penile foreskin in

protecting against HIV transmission in sub-Saharan Africa has gotten

mixed into the debate over the benefits and risks of circumcision in

preventing urinary tract infections, penile cancer, and sexually transmitted

diseases in Western societies. Most of the controversy over circumcision

in Western societies is over routine hospital surgeries on newborn males.9

A risk-benefit analysis of 354,297 such circumcisions over a nine-year

period in Washington State found 287 complications immediately

following the procedure, or one out of 476 (Christakis et al. 2000). The

most common complications are bleeding and localized infections, but

there have been reports of accidental amputations—and reattachments

(Siegel-Itzkovich 2000).

The Task Force on Circumcision of the American Academy of

Pediatrics recently reviewed the medical literature of the past forty years

to assess the risks and benefits of such circumcisions (AAP 1999). Their

review of the benefits indicated that the rate of urinary tract infections in

the first year of life is 7 to 14 of 1000 uncircumcised male infants and 1 to

2 of 1000 circumcised male infants; however, the absolute risk of an

uncircumcised male infant developing a urinary tract infection in the first

year of life is less than 1 percent. Neonatal circumcision offers some

protection from cancer of the penis in later life; here, the overall risk is

even lower—9 to 10 cases per year per 1 million men. The report argues

that the incidence of urinary tract infection and penile cancer in the United

States is too low to warrant routine circumcision of male infants. The

commission granted the possibility of protection against transmission of

HIV and syphilis, but contended that preventive behaviors would be more

effective. The commission recommended that parents be informed of the

potential benefits and risks of circumcision and that it is a strictly elective

procedure. The AAP Circumcision Policy Statement, which was supported

by the American Medical Association, reads:

Existing scientific evidence demonstrates potential medical benefits of newborn male

circumcision; however, these data are not sufficient to recommend routine neonatal

circumcision. In circumstances in which there are potential benefits and risks, yet the

procedure is not essential to the child’s current well-being, parents should determine what is in

the best interest of the child. To make an informed choice, parents of all male infants should be

given accurate and unbiased information and be provided the opportunity to discuss this

decision. If a decision for circumcision is made, procedural analgesia should be provided. (AAP

1999, 686)10
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Another issue that has been raised by activists against circumcision is

that it may diminish sexual sensation. In the nineteenth century,

circumcision and clitorectomy were both recommended as deterrents to

masturbation, which has led activists to argue that removal of the foreskin

must deaden sexual feeling (Zoske 1998). However, data from 1,410

American men aged 18 to 59 who participated in the 1992 National Health

and Social Life Survey found that self-identified circumcised men had a

slightly lesser risk of experiencing sexual dysfunction, such as inability to

have orgasms, especially when older (Laumann et al. 1997). The survey

also found that circumcised men engaged in more varied sexual practices

and masturbated more, but the variation across ethnic groups suggested

that differences were due to social factors, which correlate with likelihood

of being circumcised. It is unlikely that there will ever be objective data

on the differences in sexual pleasure given and received by men with and

without foreskins, since these evaluations are so subjective. As Karen

Ericksen Paige predicted a generation ago:

Men have debated the sexual sensitivity question for centuries. Circumcised men think that

they have the more sensitive penises; uncircumcised men think that the constant exposure of

the naked glans to clothes and the elements toughens it. Some men think that having a foreskin

delays orgasm, giving a man more control; others think just the opposite. This discussion is

never going to be settled. Sexual sensitivity appears to be in the mind of a man, not in his

foreskin. (1978, 46)

As attention to female ritual genital surgery has grown in Western

societies, there has been a parallel movement against male genital surgery

as a routine post-birth procedure.11 Western activists claim female and

male “circumcision” are equivalent, since in their view sexual sensation is

lost with removal of the penile foreskin, and there are equal risks of

infection and subsequent mutilation. They have not, however, organized

protests against ritual circumcision on African adolescents and young

men. The debate over male genital surgery in the West has not centered on

cultural conflicts, but on risk-benefit health issues and costs and on sexual

sensitivity.

Ritual circumcision on newborn boys among Jews and on adolescent

boys among Muslims has rarely been questioned. Some Jews have called

for continuing the ceremony of b’rit milah without cutting (Goldman

1998; Kimmel 2001), and a few Jewish and Islamic scholars have also

questioned whether the Hebrew Bible and the Qur’an do command that all
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boys and men be circumcised to be full members of their religious

communities (Aldeeb Abu-Sahlieh 1994; Hoffman 1995).12 The broader

questions of bodily integrity and the rights of children to intact genitals

are raised by secular anticircumcision activists who want international

support.

As with female ritual genital surgery, ritual removal of male foreskins

is for the community, not the person. Male circumcision ceremonies

indicate a father’s loyalty to his lineage elders—“visible public evidence

that the head of a family unit of their lineage is willing to trust others with

his and his family’s most valuable political asset, his son’s penis” (Paige

and Paige 1981, 147). Both reflect patriarchal ideologies—girls are kept

virginal, wives are kept chaste, and boys receive the mark of manhood. As

Michael Kimmel says:

Circumcision . . . is the single moment of the reproduction of patriarchy. It’s when patriarchy

happens, the single crystalline moment when the rule of the fathers is reproduced, the moment

when male privilege and entitlement is passed from one generation to the next, when the power

of the fathers is enacted upon the sons, a power which the sons will someday then enact on the

bodies of their own sons. (2001, 48)

Looking at secular circumcisions from a gender perspective, Joe Zoske

(1998) depicts them as psychological rituals that imbue boys at birth with

the masculine virtues they will supposedly need as adults—the experience

of violence, suppression of pain, and emotional distancing. Since these

psychological reactions are even more likely to occur in girls undergoing

ritual genital surgery, one wonders at the gendering of such “virtues.”

Genital Surgery on Intersexuals

Genital surgery is also done on infants who are born with genitalia that do

not look clearly male or female, according to conventional views.13 About

1.7 percent of all infants are born with anomalies of sex chromosomes,

internal reproductive organs, and external genitalia in a variety of

combinations, not all of which are visible (Fausto-Sterling 2000, 50–54).14

In Western societies, infants with ambiguous genitalia are assigned a

gender and usually undergo “clarifying” surgery to make their genitals

conform to this assignment; they are then brought up in the assigned sex,

which may not match their internal organs or sex chromosomes (Dreger

1998; Kessler 1998).
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The surgical procedures for dealing with intersex infants were

developed in the 1920s and 1930s by a urologist, Hugh Hampton Young

(Chase 1998). In the 1950s, John Money, the noted Johns Hopkins sex

researcher, and Lawson Wilkins, the founder of pediatric endocrinology,

instituted the practices of immediate post-birth intervention, and their

protocol was widely adopted in hospitals in the United States. The theory

behind the early intervention is John Money’s contention that gender

identity is not established until the child is two years old. As Cheryl

Chase, founder of the Intersex Society of North America, describes the

still-used Johns Hopkins model,

[t]he birth of an intersex infant today is deemed a “psychosocial emergency” that propels a

multidisciplinary team of intersex specialists into action. Significantly, they are surgeons and

endocrinologists rather than psychologists, bioethicists, representatives from intersex peer

support organizations, or parents of intersex children. The team examines the infant and

chooses either male or female as a “sex of assignment,” then informs the parents that this is

the child’s “true sex.” Medical technology . . . is then used to make the child’s body conform

as closely as possible to that sex. (1998, 191)

Internal organs and hormonal input are usually left to be treated at

adolescence, when the intersexual often must undergo additional extensive

surgery along with the medical treatments in order to produce a

physiology and anatomy that will match the previously assigned sex and

gender (Minto and Creighton 2001).

Gender assignment for intersexuals is a biomedical judgment call.

Psychologist Suzanne Kessler interviewed pediatric plastic surgeons

working with intersexed infants and found that what sex the child with

ambiguous genitalia is assigned depends on the size of the penis/clitoris.

According to her research, only if the surgeon feels that he (and it is

usually a he) can make an adequate-sized penis will the child be made into

a boy; otherwise, the sex assignment will be “female” (Kessler 1998).

Kessler points out that this social determination of the sex of the child and

its construction through surgery is masked by medical rhetoric. The

doctors’ message to the parents is that the child has a true sex that is

female or male, and that the surgery is needed to make the anomalous

genitals match the true sex. In actuality, the sex is a social fiction, because

the child usually ends up with a combination of male and female biology

but is designated a boy or a girl and socialized in the norms of the

assigned gender.
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Kessler notes that female and male genitalia vary considerably in size.

Commenting on how sex and gender categorization are imposed on very

visible variability, Kessler says:

Dichotomized, idealized, and created by surgeons, genitals mean gender. A belief in two

genders encourages talk about “female genitals” and “male genitals” as homogenous types,

regardless of how much variability there is within a category. Similarly, the idea of “intersexed”

masks the fact that “intersexed genitals” vary from each other as much as they vary from the

more idealized forms. (1998, 132)

In the last few years, there has been an intersex movement that protests

against “clarifying” surgery on infants (Chase 1998; Turner 1999).15 The

movement argues that this surgery is genital mutilation that ruins future

sexual pleasure. The sexual potentialities of true hermaphrodites with

male and female genitalia who are not surgically altered can be gleaned

from one of Young’s cases.16 Emma was born in 1937 with a penis-like

clitoris as well as a vagina. Raised as a girl, Emma used her penis in

sexual relationships with women, and her vagina in sexual relations with

her husband. She refused to have vaginal closure and live as a man

because it would have meant a divorce and having to get a job. Emma’s

gender identity was that of a woman; she was physiologically bisexed, and

thus able to be heterosexual in her sexual relations with her husband as

well as with her women lovers. Emma is another instance of the

possibilities of multiple sexualities and genders that are conventionalized

by “clarifying” surgery and assignment to one gender.

Activists against genital surgery in infancy or childhood recommend

that any surgery be left until adolescence, when informed consent is

feasible (Chase 2000; Kipnis and Diamond 1998). Yet even if intersexuals’

genitalia are not reconstructed to look female or male at infancy, most will

of necessity be gendered (Zucker 1999). A gender-neutral or androgynous

or “unisex” person is an anathema in a world where people want to know

quickly where to place others they encounter for the first time. Social

identities are gendered identities; identity papers and bureaucratic records

document gender over and over again. Western societies have only two

genders, “man” and “woman.” Genitalia can be female, male, or

ambiguous. Others will assume that the body beneath feminine or

masculine clothing has appropriate genitalia—“cultural genitals” (Kessler

and McKenna 1985). But since our worlds are so divided by gender, and

genitalia are the physical signals of gender, it is not surprising that parents
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of intersex infants feel they have no choice but to let surgeons construct

appropriate-looking genitalia. In their eyes, it would be psychologically

damaging for a child to grow up with ambiguous or wrong-looking

genitals, which could lead to shaming by peers and rejection by potential

sexual partners.

A progressive but perhaps utopian alternative, notes Kessler, would be

to view genital variations “as an expansion of what is meant by female and

male” (Kessler and McKenna 1985, 131). She is speaking of physical

variety, but, as we have seen in this chapter, there is much cultural variety

as well—males with and without foreskins, females with and without

clitorises and vaginal lips and with open and covered vaginas.

The underlying purpose of genital surgery is to create conformity and

uniformity. Genitals are supposed to look “normal” and give a clear signal

about the person’s sex/gender. Genitals are cultural, because they do not

necessarily conform to hormonal or genetic sex. To look different in the

locker room (the site always given as the source of danger) is to be

stigmatized (Preves 1998). Here again, medicine serves society. The

intersex child undergoing “clarifying” genital surgery is actually

undergoing operations of social control that perpetuate the conditions of

gender conformity.

Politics of Genital Surgery

Female ritual surgeries that remove the clitoris, the main source of sexual

sensation in women, are much like the surgeries done on intersex children

with large clitorises/small penises. Since it is easier to cut off “excess”

than to build up a “lack,” many intersex children are feminized, with

“good-looking” but desensitized genitalia. Despite the obvious similarities

between female ritual genital surgery and intersex surgery, Western

feminist protesters against “female genital mutilation” have not joined in

the protests against clitorectomies on intersexual babies. In the United

States, the Federal Prohibition of Female Genital Mutilation Act

specifically excluded “medicalized clitorectomies” on intersex children.

Cheryl Chase says the contrasting horrific images of ritual surgery in

Africa in the lay press and the objectified clinical images of intersex

surgery in medical texts mask an ideological message: “These

representations all manifest a profound othering of African clitorectomy
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that contributes to the silence surrounding similar medicalized practices in

the industrialized West. ‘Their’ genital cutting is barbaric ritual; ‘ours’ is

scientific. Theirs disfigures; ours normalizes the deviant” (1998, 206).

Intersex “deviants” need to be “corrected,” she goes on, because they “call

into question the assumed relation between genders and bodies and

demonstrate how some bodies do not fit easily into male/female

dichotomies” (p. 208).

The opposite focus occurs in the movement against male genital

surgery; it is an effort to stop circumcision of male infants in developed

countries. The main target is routine medical circumcisions. The

movement activists claim that routine circumcision on newborn infants

has only potential benefits in preventing infections, including HIV, and

cancers in the man and his women partners, but there are immediate risks

of botched surgeries and infections. As for religious reasons, there are few

advocates of Jewish (b’rit shalom) rituals without cutting (Goldman 1998)

or claims that circumcision is not intrinsic to Islam (Aldeeb Abu-Sahlieh

1994). Western movements against medical circumcision in male infants

have not become involved with African ritual circumcision of young men,

although these have a documented higher risk of infections, mutilations,

and death than those done in Western hospitals (Ahmed et al. 1999; Cauvin

2001).

Genital surgery may have similar outcomes, but the reasons for the

surgery justify separate politics. Ritual surgery is done on young girls,

often without their consent, to control their sexuality and make them

properly “feminine.” Subordinate social status and lack of civil rights are

as much a political issue as the genital surgery. Ritual surgery on male

infants or adolescent boys as part of religious ceremonies is also done

without their consent, but makes the boy part of a superior group within

Judaism and Islam. In Africa, ritual surgery on male adolescents is part of

an eagerly undergone initiation which includes weeks away from home to

learn men’s roles and behavior as well as to have the culminating removal

of the foreskin, marking the boy a man. In the United States, circumcision

of newborn boys in hospitals is a medical procedure, with debates over its

health benefits and risks and its effects on sexual sensation. Genital

surgery on intersex children has elements of female ritual surgery in its

imposition on children and goal of bodily gendering, but like routine
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removal of foreskins in Western hospitals, it is a debatable medical

procedure.

What unites these types of genital surgeries is that they are all

culturally constructed gendering practices. The most recent joint efforts

against them are in the name of human rights and the rights of children,

for “genital integrity.”17 To be successful, the coalition movements against

genital surgery will need to address cultural conflicts and the gender

questions embedded in those conflicts—questions of gender identity, how

gendered bodies should look, and genitals as gender markers.

Summary

Genital surgeries are done on newborns and young children without their

consent and on adolescents under peer and parental pressure as part of

coming-of-age rituals. Girls undergo clitorectomies and removal of the

outer lips of the vagina to be marriageable and feminine, according to

their culture’s views of chastity and how women’s bodies should look. In

the same cultural groups, boys undergo removal of the penile foreskin

(circumcision) to become a man. Circumcision of males eight days after

birth or before puberty is part of Jewish and Islamic religious covenants.

In Western societies, particularly the United States and Canada,

circumcision of newborn boys has been a routine medical procedure.

Genital surgeries are also done on children born with ambiguous genitalia

(intersexuals) to make them look more like clitorises or penises,

depending on the chosen gender.

In the last twenty-five years, all of these procedures have come under

fire from health care professionals and activists in organized human rights

movements. Those against these genital surgeries have argued that they

are unnecessary traumatizing mutilations that reduce sexual sensation and

cause serious immediate and long-term complications. Countering these

views, supporters cite the importance of long-standing cultural and

religious traditions and identification as a man or woman. Those in favor

of circumcision cite the medical benefits—potential protection against

urinary tract infections, penile cancer and cervical cancer in female

partners, and lowered risk of HIV infection. The arguments for

“clarification” of the genitals of intersex infants argue that no child can
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remain genderless in gendered societies, and that the genitals, as the

visible sign of gender, should look clearly female or male.

Most recently, the movements against genital surgeries of all kinds

have joined forces under the banner of genital integrity, human rights, and

rights of children. The debates, like the procedures, are deeply imbued

with the meanings of what it is to have the body of a proper girl, boy,

woman, or man. The problem is that these meanings differ by culture,

religion, and deeply held ideas about the aesthetics and physiology of

genitalia and sexuality. The procedures are therefore likely to be done even

in the face of the criticism and legal restrictions that result from activist

opposition.

NOTES

1. See Bordo 1993,1999; Davis 1995; Kaw 1998; Luciano 2001.

2. The visual idealization of bodies newly available to laypeople and professionals on the net and in

CD-ROM format is usually a White, Westernized body (Moore and Clarke 2001).

3. Transsexuals change the anatomical and bodily part of their sex (many female-to-male

transsexuals have hysterectomies and mastectomies as well as genital surgery), but their chromosomes

remain XX or XY. The hormones used to counteract the masculinizing or feminizing effects of the

internal systems alter their secondary sex characteristics—skin texture, musculature, distribution of body

fat, hair growth, breasts. The management of “gender dysphoria” by surgery and hormones is another

example of the problematic results of medicalization (Nelson 1998).

4. Another practice, subincision, where the penis is cut through and flattened and urination is

subsequently done squatting, occurs only among Australian Aborigines (Montagu 1974).

5. See descriptions in Lightfoot-Klein 1989: 32–36.

6. A comparable procedure in Western obstetrical practice is episiotomy (an incision in the area

between the vagina and anus routinely done during childbirth to prevent tearing) and tight suturing after

the birth to restore the vagina to its prebirth dimensions (Rothman 1982: 58–59).

7. For discussions of the cultural conflicts, see Abusharaf 2001; Gruenbaum 2000; Shell-Duncan

and Hernlund 2000; James 1994, 1998; Leonard 2000a; Obermeyer 1999; Shwerder 2000; van der

Kwaak 1992.

8. Penile surgery on two young men is depicted on an Egyptian tomb from 4000 B.C.E. (Paige

1978).

9. In the United States, estimates are that 1.2 million newborn males are circumcised annually at a

cost of between $150 to $270 million. Most insurance plans and Medicaid cover the procedure when

done in hospitals (AAP 1999).

10. For a protest, see Schoen et al. 2000.

11. Some of the organizations involved are the National Organization of Circumcision Information

Resource Centers (NOCIRC), National Organization to Halt the Abuse and Routine Mutilation of

Males (NOHARMM), Stop Infant Circumcision Society (SICSOCIETY), Doctors Opposing

Circumcision (DOC), Brothers United for Future Foreskins (BUFF), National Organization of Restoring
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Men (NORM), and RECover a Penis (RECAP). There is an informational Web site, CIRC

(Circumcision Reference Library), and on on-line journal, Circumcision, edited by Robert Van Howe,

M.D. As a counter, circumcisioninfo.com presents “circumcision information explained by doctors,

medical establishments, and researchers.”

12. For a critical review of the anticircumcision movement from a Jewish perspective, see

Levenson 2000.

13. A review of depictions of genitalia in anatomy texts reveals the erasure of variety and, until the

feminist movement, no depiction of the anatomy of the clitoris (Moore and Clarke 1995).

14. Some genetic anomalies can be identified prenatally, but their effects may not be accurately

predictable, making the decision about whether to continue the pregnancy very difficult (Abramsky et al.

2001).

15. Although there has been some shared activism with genetic sex-variation groups, intersexuals

have developed their own more confrontational organization, the Intersex Society of North America,

which has a Web site and publishes an online newsletter, Hermaphrodites with Attitude (Chase 1998).

Its goal is to stop genital surgery on infants and to make intersex people more visible to the public.

16. The story of Emma is described in Chase 1998, pp. 190–91, and in Fausto-Sterling 2000, pp.

42–43.

17. The National Organization of Circumcision Information Resource Centers (NOCIRC) and

NOCIRC of Australia sponsored the Sixth International Symposium on Genital Integrity, “Safeguarding

Fundamental Human Rights in the 21st Century,” in Sydney in December 2000. The program covered

Jewish and medical male genital surgeries and ritual female surgery. It did not include surgery on

intersexuals or Islamic ritual circumcision. NOCIRC and SICSOCIETY (Stop Infant Circumcision)

sponsored a Gender Integrity Awareness Week in Washington, D.C., in April 2001 to bring attention to

their cause and to lobby for inclusion of equal protection for males in the law outlawing female genital

mutilation. The public information tables included intersex activists, but they were not on the program for

the simultaneous Seventh Annual Symposium on Genital Integrity: A New Awareness.
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CHAPTER 7

A Modern Plague: Gender and AIDS

And the gay disease, which came to be known as . . . AIDS, slowly ate its way through those

new populations, women and their children, hidden and quiet and savage. (Nechas and Foley

1994, 88)

 

The spread of the epidemic of AIDS (Acquired Immunodeficiency

Disease), like the plagues of the past, reflects cultural practices,

economics, and politics. When AIDS first surfaced in the United States in

1981, it was identified in the media and medical literature as an epidemic

of urban, gay, mostly White middle- and upper-class men.1 Thought to be

caused by promiscuity and high living, it was called GRID (gay-related

immune disease). AIDS then became visible in heterosexual women, with

clear indications that it was spread through any form of sexual intercourse

and that marriage and long-term relationships were no protection. When

hemophiliacs who use blood replacement therapy routinely began to get

AIDS, the search narrowed to a source that could be transmitted by blood

as well as semen.2 Needle-using drug abusers then proved to be

particularly vulnerable, since they contracted AIDS through sharing

needles and through sexual exchanges for drugs by both men and women,

as well as from partners in long-term relationships. When the AIDS

epidemic spread throughout Africa, India, and Asia, it was primarily

through heterosexual transmission, along “truck routes”—the paths of

transient men seeking work or working as drivers, stopping to have sex

with prostitutes, and returning home to infect their wives, who then gave

birth to AIDS-infected children.
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Today, throughout the world, AIDS is known to be a viral infection that

produces weakened immune responses and thus extreme vulnerability to

other (opportunistic) infections. It has become a worldwide epidemic

(pandemic) of poor men, women, and children, most of whom are Black,

Hispanic, or Asian. In all countries, confronting AIDS has repeatedly

demonstrated the challenges of diagnosing, treating, and stemming an

epidemic in the face of homophobia, racism, sexism, and deeply

entrenched economic divisions. Global experiences of AIDS also offer

promising illustrations of how marginalized groups (gays and lesbians,

women, and people of color) can band together and through the power of

social movements transform public health policies and practices.

Biomedically, AIDS is caused by a virus, HIV-1, which enters the cells

of the immune system and destroys their capability to fight diseases

(Abimiku and Gallo 1995). Although people may live for years with the

HIV virus in their bodies, those whose immune systems are severely

weakened get infections that cause pneumonia, blindness, diarrhea, and

brain deterioration (the symptoms of full-blown AIDS), from which they

die. Combinations of drugs can delay the development of AIDS symptoms

and produce remissions, so that for those with access to the treatment, it is

now a chronic disease instead of a death sentence. The regimen, however,

is complicated and expensive, and the drugs can produce major side

effects. Most recently, a combination of therapies given immediately after

risky sexual or injection exposure to HIV has proved promising in

preventing infection (Kahn et al. 2001).

Physiological vulnerability to becoming infected varies, so that not

everyone who is exposed becomes HIV-positive or rapidly develops AIDS

symptoms. The discovery in 1996 of a genetic mutation that prevents the

virus from locking onto cells means that a considerable number of people

throughout the world have a built-in protection against HIV infection and

an even larger number a delay in breakdown of their immune systems

(Dean et al. 1996; Liu et al. 1996).3

Socially, AIDS has been a hydra-headed epidemic, surfacing at

different times in different populations, with different paths of

transmission. As with other aspects of health and illness, a gender analysis

focusing on sexual stereotypes and structural inequities between men and

women is indispensable to understanding the AIDS picture. In every

country, women with AIDS tend to be more socially and economically
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disadvantaged than men—younger, poorer, less educated, and less

employed than men with AIDS. In consequence, women do not have the

same access to HIV testing, counseling, and new treatments. In the United

States, the decline of new AIDS cases over the past ten years was two

times greater for men than for women.4

In this chapter, we explore the global social context of HIV

transmission and the health care of those with AIDS. Using a gender

analysis, we look at the demographics of the disease, outline the risks of

getting and transmitting the virus, the care and social support for those

who have the symptoms of AIDS, and the implications of the social and

cultural construction of the infection and the disease.5 Keeping in mind the

heterogeneous environments and populations that confront AIDS, we

investigate both the local and global gender effects of the epidemic.

AIDS by the Numbers

UNAIDS collects and compiles statistical estimates of the incidence (new

cases) and prevalence (current cases) of HIV infection and AIDS

throughout the world. These statistics are counts of those who are reported

to be HIV-positive or who are treated for diseases to which their

compromised immune systems make them vulnerable.6 In the last twenty

years, more than 60 million people worldwide have been infected with

HIV, with 40 million living with HIV at the end of 2001. Most of them are

15 to 24 years old. Globally, it is the fourth highest cause of death. In sub-

Saharan Africa, it is the leading cause of death. With over 3 million new

HIV infections in 2001, over 28 million Africans now live with the virus.

In Eastern Europe, especially the Russian Federation, the number of new

HIV cases has risen very rapidly, with 250,000 new infections in 2001. A

million people now live with HIV in that region, with many more

expected. In high-income areas, such as North America and parts of

Europe and Australia, there has been a resurgence of new cases.7

Within the United States, the estimate of people with HIV/AIDS as of

2000 is 920,000, 25 percent of whom are women. AIDS is no more equally

distributed among populations in the United States than it is in the rest of

the world. African-American women represent only 13 percent of the U.S.

female population, but they accounted for 63 percent of new AIDS cases

among women in 1999. Women and men with HIV in the United States
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cluster in different exposure categories. As of 2000, of 35,775 women with

HIV, 41 percent had been exposed through heterosexual contact and 20

percent through injection drug use. Of 92,503 men with HIV, 45 percent

were exposed by having sex with men and 14 percent through drug use8

(see table 7.1).

Table 7.1 

AIDS and HIV in the United States, by Exposure Category and Sex, 2000

Source: HIV/AIDS Surveillance Report: “U.S. HIV and AIDS Cases Reported Through June 2000.”

U.S. Department of Health and Human Services, National Center for HIV, STD and TB Prevention. 

aThese HIV figures include only those states with confidential HIV reporting.

Age distribution is also skewed, with over 80 percent of cases of HIV

diagnosed between the ages of 20 and 44 (see table 7.2). Demographic

reports of illness and death rates in Africa, India, and Asia similarly

indicate that AIDS decimates young adults, in some villages wiping out an

entire generation, leaving orphan children and elderly grandparents. In

South Africa, the AIDS epidemic has hit young women particularly hard,
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so that more women are dying at age 25 than at age 60 (Dorrington et al.

2001).

Although there were reports of HIV infection in women as early as

1982 in the United States, it took years before the medical profession

acknowledged that women got AIDS.9 At the beginning of the epidemic,

the focus of attention in clinical trials and the mass media was on women’s

potential to infect men and babies, not on their potential to be infected.

Researchers subsequently found that in heterosexual relationships, women

are more vulnerable than men are—the male-to-female rate of

transmission is much higher than the female-to-male rate (Padian et al.

1987; Padian et al. 1991). In 2000, global estimates were that roughly 55

percent of adults living with HIV/AIDS are women.10 As a result,

understanding and preventing mother-to-child transmission is a priority in

the international AIDS prevention community.

Table 7.2 

U.S. HIV Cases by Age at Diagnosis, through June 2000a
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Source: HIV/AIDS Surveillance Report: “U.S. HIV and AIDS Cases Reported Through June 2000.”

U.S. Department of Health and Human Services, National Center for HIV, STD and TB Prevention. 

a These HIV figures include only those states with confidential HIV reporting.

Widely accepted sexual categories may not be useful for estimating

the prevalence of HIV infection. Sexual identity does not accurately

predict sexual behavior since many self-identified heterosexual men and

women, lesbians, and gay men engage in “cross-over” relationships

(Goldstein 1995; Scheper-Hughes 1994).

Familiar groupings, such as “prostitutes,” cover a heterogeneous range

of women, men, and children who sell a variety of sexual services (Patton

1994, 48–59). The term blurs important risk variables, such as identity as a

professional sex worker, a group more likely to encourage condom use

than those bartering sex for drugs (Moore 1997).11 Children who sell sex

are the most vulnerable of all, since they are unlikely to make any

demands on their customers, and they often suffer vaginal and anal tears
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that make HIV infection probable. Particularly at risk have been poor

young women and street children recruited to the sex industry in Latin

America and Southeast Asia (Bond 1992; Wawer et al. 1996). Categories

of those most at risk, such as needle-sharing drug users and their sexual

partners, are usually summations of individual cases; they do not provide

data on the community institutions and social networks that can encourage

or discourage risk behaviors (Crystal and Jackson 1992; Kane and Mason

1992; Neigus et al. 1994).

In the United States and Europe, the availability of drugs to reduce or

delay the appearance of opportunistic diseases in those infected with HIV

has led to longer life spans, but also to the relaxation of vigilance against

risky sexual behavior. As a result, HIV infection rates have risen where

they had previously dropped or stabilized.12 In addition to this rise in new

cases, the longer life spans add to the number of people living with AIDS,

and the lower mortality rate increases the number of people who can

transmit the HIV virus.13

There is also a possible “second wave” of infection among young

homosexual men who feel that AIDS is now treatable, so they are less

vigilant about safer sex practices. A similar denial of vulnerability may be

occurring among young women as well. According to data from 25 U.S.

states’ reports, the rate of HIV infection from heterosexual sex among

teenage girls rose by nearly 117 percent between 1994 and 1998, and there

was a 90-percent increase due to injection drug use (Lee and Fleming

2001).

These statistics on HIV and AIDS are outcomes of people’s behavior in

social networks and gendered relationships. Understanding gendered

sociocultural meanings of what it is to be a man (e.g., multiple anonymous

sexual encounters) and what it is to be a woman (e.g., to produce several

children) is imperative in charting the terrain of the AIDS pandemic.

Equally important is attention to the social statuses of those most at risk—

an interweaving of sexual stigmas, poverty, restricted health care

resources, and political powerlessness. To understand what these statistics

mean for the people affected and their families, and what health care and

public health policies should be built on them, we must look at the social

contexts of transmission, risk, and prevention.

Social Paths of Transmission
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Everyone is not at the same risk for AIDS. The transmission of HIV

infection clusters by racial and ethnic group, social class, gender, sexual

behavior, intravenous drug use, and access to medical treatment for other

sexually transmitted diseases. In rural southern United States, where Black

women are disproportionately infected with HIV, joblessness, substance

abuse, teenage pregnancy, sexually transmitted diseases, inadequate

schools, minimal access to health care, and entrenched poverty conspire to

thwart the progress that has been made among other high-risk groups,

particularly gay men (Sack 2001).

Epidemiologists now talk of Pattern I and Pattern II countries, with

different types of HIV transmission profiles and core groups—“small

numbers of highly sexually active individuals with large numbers of

partners who mix with individuals who would otherwise be deemed at a

low risk of infection” (Bloor 1995, 16). Pattern I countries are in the

developed or Westernized world. The main sources of transmission are

unprotected anal intercourse and use of unsterile equipment to inject

drugs; most of those with HIV infection or AIDS are men; the core groups

are men who have unprotected sex with men, and men and women drug

users who share needles and syringes. Pattern II countries are in the

developing part of the world, mainly Africa, Asia, and India. The main

source of transmission is heterosexual intercourse; almost half of those

with HIV infection or AIDS are women; the core groups are women who

sell or barter sexual services and migrant men workers, such as truck

drivers and workers who leave their wives to run the family farm while

they seek employment in the city (Bloor 1995, 10–54). In these parts of

the world, “one can trace the evolution of the epidemic with eerie accuracy

simply by comparing traffic patterns moving out of major cities with the

rates of infection of people who live along the way” (Specter 2001, 77).

As an exposure category, injection drug use is a social behavior with

multiple associated stigmas. It is not just needle users who are at risk of

HIV through sharing a used syringe; sexual partners of needle users, often

unaware of their partner’s drug use, are also at risk. Long-term

relationships are embedded in tightly interlocked networks whose norms,

based on trust and loyalty, may foster high-risk behavior. As an intensive

study in an area in New York City with a high incidence of HIV infection

found:
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Fully 70% of the drug injectors interviewed . . . injected or shared syringes with a spouse or

sex partner, a running partner, or with friends or others whom they knew. . . . [T]he social

relationship of drug injectors with members of their risk network were often based on long-

standing multiplex relationships, such as those based on kinship, friendship, marital and sexual

ties, and economic activity. The intertwining of drug using relationships with these other social

relationships implies that attempts to reduce HIV risk behavior among drug injectors may have

ramifications for these other relationships, which in turn may either facilitate or hinder the

success of such attempts. (Neigus et al. 1994, 75–76)

Multiple research studies from the United States, Sweden, Australia, and

the Netherlands have demonstrated that needle-exchange and drug-

treatment programs decrease the rate of HIV infection (Espinoza et al.

1988; Hartgers et al. 1992). Not only are users able to obtain free and

clean syringes, but they can also get information about safer sex and drug

treatment.14

The U.S. criminal justice system, most specifically the administration

of prisons and jails, has created an environment rife with HIV risks. Even

though we may think of HIV and prison as a men’s health issue, since in

1999 almost 95 percent of the prison population was men,15 many of those

who are released from prison with HIV infections carry the disease to their

women partners. Men do come to prison already infected with HIV, but if

they are not, risk behaviors, such as injecting drugs, unprotected sex, and

tattooing, increase the likelihood of exposure while incarcerated. These

risk behaviors are illegal for prisoners, but they do occur, consensually

and forced. The increased prevalence and incidence of HIV in prisons has

been identified in several countries in addition to the United States—

Norway, Ireland, France, Germany, Argentina, Brazil, and Honduras.16

A U.S.-based longitudinal research project aimed at men in prison and

their women partners found that prison policies do not provide access to

condoms or clean syringes; yet half of men inmates reported a history of

injecting drugs (Zack and Grinstead 2001; also see Polych and Sabo 2000).

This study further showed that most inmates, upon release, return to a

woman partner and have unprotected sex. Their partners usually know the

risks of HIV, but if they were monogamous, they do not consider

themselves in danger because they are not aware of the increased HIV

risks with incarceration. Peer-based interventions after leaving prison have

been effective in increasing use of condoms and reducing injecting drugs

(Grinstead et al. 1999).17
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Safer Sex

“Safe sex” has entered the language of HIV prevention. Actually only

safer sex, it consists of a collection of technical devices and hands-on

know-how transmitted to (and among) professionals, partners, peers, and

sex workers (Moore 1997). Safer sex is thus a form of embodied

knowledge (Haraway 1989). The estimation of risks of sexual practices is

usually read against the shield of abstinence, but it is unrealistic to expect

abstinence in a long-term relationship, even if one partner is HIV-positive

and the other negative. In any relationship, estimates of risk of sexual

practices are inevitably subjective and prone to negotiation with partners.

Safer sex is usually achieved by the use of latex devices. Most sexual

practices that involve the exchange of body fluids can be modified and

made less risky by using barriers. For example, male and female condoms

are used for anal and vaginal intercourse and oral sex, latex gloves can

protect hands, and dental dams or saran wrap can make oral sex less risky.

(See table 7.3 for a list of risks of sexual practices.)

Male condoms are widely known to be the best protection against HIV

infection, as well as against other sexually transmitted diseases. But they

are infrequently used in long-term heterosexual or homosexual

relationships because “condom use may be perceived as signaling a lack of

trust in one’s partner and because a partner toward whom one has

affectionate feelings is usually not perceived as a potential source of the

disease, regardless of the risk history of the individual” (Kelly 1995a,

346). As one young woman said, “We’ve entered a period where mistrust

equals responsibility, where fear signifies health” (Daum 1996, 33).

For men, safer sex is in their own hands, literally, if they put on

condoms. But women find it very difficult to get their men sexual partners

to use condoms if they don’t want to (Wermuth et al. 1992). Women have

feared violent reactions to their insistence on condom use, as well as to

getting tested (Cooper 1995, 287). So that women could have some

control, devices specifically for their use have been produced. The female

condom is a loose tube made of polyurethane. One end is closed with an

internal moveable ring, and there is an external stable ring incorporated

into the tube. The internal ring is placed on the woman’s cervix, and the

external ring covers the outer area of the vagina, the labia. The penis, not
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necessarily completely erect, is inserted into the tube during vaginal

intercourse. This one-time only device can be inserted prior to intercourse.

The female condom has the potential to save money in treatment of

HIV and other sexually transmitted diseases, as well as lives, but the

current prices of two to three dollars apiece has made them inaccessible

for many women (Marseille et al. 2001).18 Researchers in Thailand found

that when male and female condoms were both promoted and made

accessible to sex workers, there was an increase in the number of protected

sexual encounters (Fontanet et al. 1998), but the female condom is not

particularly well accepted. Sex workers in a 1996 study in the San

Francisco Bay area criticized the device for being noisy, cumbersome, and

expensive (Moore 1997). Comments from those interviewed indicate their

objections. Felicia said, “It looks like a colostomy bag. And it is too

expensive; I would prefer to use a male condom at 25 cents a pop.” Hadley

said, “I don’t associate that thing with sex.”

Table 7.3 

Sex Practices, Safety and Risks

Safe or Very Low Risk Practices

Sensual massage

Hugging, cuddling, snuggling

Mutual self-masturbation

Social/dry kissing or tongue kissing on anywhere but mouth,

genitals and anus

Dry humping

Showering together

Phone sex, computer sex

Fantasy

Flirting

Sadomasochistic games without bruising or bleeding

Viewing pornography (movies, books, live dancing)

Possibly Safe or Possibly Risky Practicesa

French kissing

Anal intercourse with latex condom

Vaginal intercourse with latex condom
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Fisting with a latex glove

Oral sex with latex barriers/ oral sex on a man without ejaculation

Fingering with latex barrier

Water sports — contact with urine (not in open cut or wound)

Possibly Unsafe Practicesb

Oral sex without a latex barrier (especially during menstruation)

Fingering without a latex barrier

Fisting without a latex barrier

Sharing sex toys without latex barriers

Unsafe Practices

Anal intercourse without a condom 

Vaginal intercourse without a condom 

Masturbating with other’s body fluid 

Rimming without a latex barrier 

Blood contact

Oral sex on a woman during her period
 

Adapted from C. Winks and A. Semans. 1994. The Good Vibrations Guide to Sex. Pittsburgh, PA:

Cleis Press. 

a,b It is within the “Possibly Safe” and “Possibly Unsafe” categories that innovations and controversial

safer sex ideas are constantly being reformulated. The modifier “possibly” creates a space for judgment

to rest with the individual and protects against the potential liability of administering lethal advice.

Although studies show a desire for woman-controlled devices to

prevent heterosexual transmission of HIV (Elias and Coggins 2001), there

is a question of how much negotiation is needed to use the female condom.

A recent study in New York City, Baltimore, and Seattle enrolled 604

women at high risk for STDs and HIV in a randomized controlled trial

(Van Devanter et al. 2002). These women were placed in small groups and

received training in how to insert the female condom through a video, a

clinician’s demonstration, and a personal opportunity to practice on a

pelvic model. Through interviews and self-administered questionnaires,

researchers determined that “female-controlled” may be a misnomer

because some negotiation with partners is required. Training was

beneficial, but so was confidence in asking for the use of any condom.
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Ironically, prevention of HIV transmission has been more successful in

commercial sexual behavior than in romantic relationships. Sex workers

are more knowledgeable about the techniques and devices of safer sex and

more likely to use them. A long-term study of 3,066 women streetwalkers

in New York City found a substantial decline in HIV infection in response

to an intensive program of distribution of condoms and dental dams,

bleach kits, food, and sleeping bags, and counseling and referral to

agencies for further help (Whitmore et al. 1996). In his discussion of

prostitute women, Michael Bloor notes that “it is one of the ironies of the

HIV epidemic that the public health has been preserved by the efforts of

one of the most vilified and marginalized groups in society” (1995, 75).

The Gender Politics of Risk and Prevention

Since HIV/AIDS is primarily a sexually transmitted disease, the

vulnerability of the penetrated is the essence of probable exposure to HIV

infection. In Mexico, Brazil, and in the Asian sex tourism industry, gender

and sexual categories are overridden by relationships of power and

dominance. Men who define themselves as heterosexual engage in anal

and vaginal penetration of men and women lovers, male and female sex

workers (who are often very young), and their own wives (Alonso and

Koreck 1989; Bloor 1995, 19–24; Parker 1992). Nancy Scheper-Hughes,

an anthropologist who has done extensive field work in Brazil, blames

the special place of a liberated sexuality in the Brazilian male social imaginary, as an imagined

space where everything is permitted, nothing is forbidden, and where sexual sin does not exist.

[Anthropologists] note the “catholicity” of sexual tastes and preferences within the Brazilian

sexual ideology: for anal/oral sex across all sexual identities; for inter-racial and inter-

generational sex; and above all, a fluid and pervasive bisexuality. (1994, 993)

The range of sexual behaviors and gender differences in social power

should be kept in mind in any discussion of HIV risk factors.19

Whatever the gender composition, the closer the relationship, the less

likely the partners are to practice safer sex. The way to change sexual

behavior, therefore, may be to foster community norms that “emphasize

safer sex as a way for people to show their concern, love, affection, and

care for one another” (Kelly 1995a, 346).20 Nancy Scheper-Hughes would

probably say that the “commandments” those infected with HIV in Cuba

must swear to in order to live outside the sanitariums they are confined in
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would be more effective: “To have unprotected sex with an unknowing,

uninfected individual is murder. Consensual sex with an uninfected and

informed partner is criminal” (1994, 999).

Since the transmission of HIV/AIDS is embedded in relationships, we

examine separately those involving women with men, men with men, and

women with women. In all of these types of sexual relationships, many of

the partners have sex with women and with men, so none should be

considered exclusively heterosexual or homosexual.

Men and Women

One of the chief routes of transmission of HIV for women in the

United States has been unprotected heterosexual intercourse with infected

partners. The transmission rates are disproportionately higher among

Black women and Latinas than among White women, in part because they

are more likely to live in poor communities with a high incidence of drug

use, violence, rape, commercial sex, and multiple partners (Hammonds

1992; Lewis 1995; Nyamathi and Vasquez 1989). Forced sex, which many

women experience throughout their lifetime, has been associated with

greater risk for HIV infection and less likelihood of HIV testing (Molitor

et al. 2000).

In the early 1990s, women sex workers were accused of spreading the

disease (Campbell 1991; King 1990), but then came reports that a woman

is much more vulnerable to HIV infection from intercourse with an HIV-

positive man than a man is from an HIV-positive woman—an ejaculation

is an excellent conveyer of the virus, and semen stays in the vagina for

days (Nicolosi et al. 1994; Padian et al. 1987; Padian et al. 1991). A study

of 379 monogamous heterosexual White couples in their thirties who were

followed over five years found that among the 72 men whose woman

partner was HIV-positive, only one got infected, while 20 percent of the

307 women with HIV-positive male partners did (Padian et al. 1991).

It is harder for some women to insist on male condom use or safer sex

practices in love relationships than in casual encounters or when male

partners are paying for sex. In a study of 377 women of varied race and

class who lived in Florida, 74 percent of the 268 with a main partner said

they used condoms in less than half of the times they had vaginal or anal

intercourse, while 70 percent of the 109 with client partners reported
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condom use more than half the time (Osmond et al. 1993). This study also

found that when condoms were used, it was overwhelmingly because the

woman made the decision and her partner agreed to it, and that women

were more assertive and men more compliant when sex was for sale.

However, the African-American women in the Florida study were much

more successful in getting their main partners to use condoms than the

White women or Latinas (86 percent of the time compared to an average

for the whole group of 26 percent); they were in more unstable

relationships and were less dependent economically on their main

partners.

A study of 185 African-American and White adolescents aged fourteen

to nineteen with a steady heterosexual partner found a similar pattern of

lesser commitment to the relationship and more power to negotiate

condom use among younger White girls and older African-American girls

who felt at risk for AIDS (Gutiérrez et al. 2000). Carole Campbell

criticizes the premises of risk-control programs that put the onus on

women to learn how to negotiate condom use: “These strategies serve to

reinforce the idea that safer sex is a female concern and responsibility.

They fail to address the issue of why women should even have to negotiate

safer sex in the first place. That is, they fail to address why safer sex is not

a male concern and responsibility” (1995, 205). In recognition of women’s

relative powerlessness in heterosexual encounters, they are held less

accountable than men are for getting AIDS from unprotected consensual

sex (Borchert and Rickabaugh 1995).

Despite the recognized difficulty women have of getting their male

partners to use condoms, all of the emphasis in Western-oriented

prevention programs is based on education and individual responsibility.

Knowledge about HIV transmission and risk can be high among young

people but condom use low because of social norms about sexual behavior

(MacPhail and Campbell 2001). In some communities, knowledge and

interpretation of risk are often both correct and incorrect, and the use of

protective devices is equally mixed (London and Robles 2000).

Men and Men

Within industrialized nations, during the mid 1980s, the tireless

prevention and awareness work of community-based organizations,
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including lesbian/gay/bisexual and transgender groups, encouraged

prevention and helped halt the massive devastation of AIDS among gay

men. The incidence of HIV/AIDS among White gay men fell between

1994 and 1998.21 Since the late 1990s, however, sexual risk-taking has

been on the rise among young men who have sex with men (Ekstrand et al.

1999). A recent survey of gay men in San Francisco found that those who

said they always used a condom during anal sex dropped to 49.7 percent in

2000 from 69.6 percent in 1994. During the same period, men having

unprotected anal sex with more than one partner increased to 48.8 percent

from 23.4 percent (Goode 2001). A study conducted in six U.S. cities from

1998 to 2000 found that the rate of new HIV infections among the men in

the study who were between 23 and 29 years old was 4.4 percent: 2.5

percent among Whites, 3.5 percent among Hispanics, and 14.7 percent

among Blacks. Among men who were knowledgeable about safer sex

practices, 46 percent reported having unprotected anal intercourse. In this

study, Black men who have sex with men were five times more likely to

become HIV-infected than their White counterparts.22

Although many feminists have deplored the powerlessness of women

in trying to get male lovers and husbands to use condoms, so that

“romantic sex . . . is unsafe sex” (Osmond et al. 1993, 116), studies of gay

men have found the same phenomenon—“penetrative sex occurs most

frequently with a regular sexual partner and, as in heterosexual

relationships, is seen as emblematic of intimacy, love and trust; sex with

regular partners is much more likely to involve unsafe sex than sex with

casual partners” (Bloor 1995, 57). Such a division between protected

casual sex and unprotected monogamous sex has considerable risk because

in both same-gender and cross-gender romantic relationships, individuals

overestimate their partner’s fidelity as well as ignore their own and their

partner’s sexual history.

Among gay men in Australia, casual sex with partners picked up in

public places is not usually anal-genital; it more likely to be oral sex.

Anal-genital sex is more typical of long-term relationships—it conveys

trust, intimacy, relatedness, reciprocal give-and-take, and a denial of their

own past sexual relationships (Connell and Kippax 1990). The paradox,

therefore, is that condoms are least used where they are most needed:

To the extent that “safe” sex is identified with using condoms for anal sex (a very common

understanding), and anal sex is identified with intimacy and relationship, then the less intimate
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sexuality of the beat [public sexual encounter] may seem not to require precautions. On the

other hand, sex in relationships being connected with an ideal of monogamy (“being the only

one”) may be seen as “safe” because of the relationship. Most of the respondents who are

currently in couple relationships practice unprotected anal sex with their lovers whether or not

they are sure their partners have no other sexual contacts. Where the medical definition of

prevention conflicts with the social definition of relationships and practices, the social meanings

prevail. (Connell et al. 1993, 123; emphasis in original)

Among gay men, casual sex without attachment can be seen as an

adoption of dominant masculine norms by a stigmatized group (Kimmel

and Levine 1991). Recognizing the glamour of the “stud,” one technique

of HIV education has been to use “gay heroes”—locally popular gay men

—as educators and safe-sex mentors (Kelly et al. 1991). What is taught,

however, tends to be filtered through local beliefs, so that men who

routinely and intentionally have unprotected anal and oral sex often justify

what they do with reasons based on their own interpretations of risky

sexual practices (Levine and Siegel 1992). However, peer-based

interventions have been successful in reducing the rates of unprotected

anal intercourse with both casual partners and boyfriends (Kegeles et al.

1999).

Women and Women

If men who have sex with men have been the group with the highest

risk of becoming HIV-positive in the United States, then women who have

sex with women should be the group with the lowest risk (Chu and

Wortley 1995, 5). The rates of female-to-male transmission are low, so the

rates of female-to-female transmission should be even lower. There are

two problems with this logic. First, no one really knows the transmission

risks of lesbian sexual practices, such as oral-genital contact and the

shared use of sex toys (Gómez 1995; Kennedy et al. 1995; Patton 1994,

65–75). Second, it is difficult to conduct research on these specific

behaviors because many women who have sex with women do not engage

exclusively in one kind of sexual behavior. Women who primarily have sex

with women seem to be more at risk when they do have sex with men than

women who only have heterosexual relationships—they are less likely to

use condoms and more likely to exchange sex for crack cocaine, and also

to have other sexually transmitted diseases (Bevier et al. 1995; Gómez

1995).
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The risk of HIV infection in woman-to-woman oral sex in particular

has been the subject of much debate (O’Hanlan 1995). In many circles,

lesbians question the need to use latex dental dams (O’Sullivan and

Parmar 1992); they question the actual risks associated with particular

practices and attribute the discussion of dangers to AIDS hysteria or a

misunderstanding or denigration of lesbian sexual practices. According to

one article, “Many lesbians believe it is safe to go down on another

woman, except during her menstrual period, and think it is possibly just a

societal stigma against their sexual practices that demands use of an

artificial barrier” (McMillan 1996, 3). However, Amber Hollibaugh,

director of the Lesbian AIDS Project, targets the belief that “true” lesbians

don’t get AIDS as the source of their possibly greater risk in sexual

relationships than female transmission rates would predict (Hollibaugh

1995). She points out that trust and emotional intimacy are the hallmarks

of lesbian relationships: “It is hard to imagine, then, how to begin

discussing safer sex, negotiating with a lover, HIV and STD protection

methods, talking openly about our drug or sex histories” (p. 228). Yet

vaginal yeast infections and sexually transmitted diseases are passed

between women lovers (Bauer and Welles 2001). Without accurate

knowledge of what sexual behaviors are dangerous, particularly during

menstruation, women who have sex with women are at risk: “Lesbianism

is not a condom for AIDS” (Hollibaugh 1995, 230).

Mother-to-Child Transmission

One of the most unfortunate outcomes of the AIDS epidemic has been the

transmission of the virus to newborns by mothers who carry the infection.

Since very often the fathers as well are infected, the children are not only

vulnerable to developing AIDS symptoms, but many have been orphaned

as well.23 The risk of mother-to-child transmission is 15 to 25 percent in

industrialized countries and 25 to 35 percent in developing countries.24

This difference is largely attributed to the prevalence of breastfeeding as a

significant source of infection.

Since 1994, AZT (an antiretroviral drug) and a lower-cost drug,

nevirapine, have been used to cut the risk of transmitting HIV during

childbirth. However, most data indicate that breastfeeding must be

completely abandoned in order for the drugs to be effective in reducing
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mother-to-child transmission, since HIV-positive mothers may still expose

HIV-negative infants with breast milk. Unfortunately, even when mothers

are aware of the dangers of transmission by breastfeeding, there may be no

viable alternative food source for infants. In addition, many mothers fear

exposure of their HIV-positive status if they do not breastfeed. In

Thailand, a simplified AZT regimen given to HIV-infected mothers

reduced the rate of HIV transmission from 30 percent to about 10 percent

(MMWR 2001). The pilot program included counseling, confidential

testing, and free powdered infant formula for a year after the birth.

Within the United States, the related ethical, public health, and private

dilemma is whether a woman who knows she is HIV-positive or who is

being treated for AIDS symptoms should deliberately become pregnant, or

if she does so accidentally, whether she should have an abortion (Pies

1995). The pragmatic answer of many in the U.S. medical community has

been an unequivocal “no” to becoming pregnant and “yes” to terminating a

pregnancy. But feminist ethicists and advocates for women have pointed

out that methods that are more effective than condoms in preventing

pregnancy, such as diaphragms, intrauterine devices, and oral

contraceptives, not only do not protect against transmission of HIV, they

may make transmission more likely by producing vaginal abrasions and

changing vaginal secretions (Duerr and Howe 1995; Hutchison and

Shannon 1993). Even spermicides can increase the rate of HIV

transmission. Sterilization puts an end to fertility. As for obtaining a clinic

abortion, it can be financially or physically difficult in general and even

more so for HIV-infected women. Drug-induced abortions must be done

early, and, as with hormone-based contraception, the drugs may have

detrimental effects on HIV-positive women.

On the other hand, there are risks of pregnancy if a woman is HIV-

positive or has symptoms of AIDS (Minkoff 1995). There is some

evidence that the immune system may be further weakened and the

progression of the disease accelerated. Any AIDS treatment must be

continued, but unfortunately, the effects of many of the widely used drugs

on pregnant women and the fetus are unknown because pregnant (and

potentially pregnant) women were, for a long time, excluded from AIDS

drug trials (Korvick et al. 1996; McGovern et al. 1994). Even the effects of

AZT on pregnant women themselves were not determined in the initial

trials.25
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As with all calculations of risk, many elements go into the procreative

decisions of HIV-positive women. The likelihood of transmission of the

virus is relatively low and can be lowered further with prenatal

administration of AZT.26 Not all children who are HIV-positive

immediately develop symptoms of AIDS, and the armamentarium of

treatments is ever-growing. A child has immense intrinsic value,

especially in the communities and cultures many HIV-positive women live

in, including the wives of hemophiliacs (Jason et al. 1990). The potential

father’s feelings are an important factor, too (Mbizvo and Bassett 1996).

The most pragmatic question is usually not asked—what is the level of

care mothers with AIDS and their children can expect? What level of care

for anyone with AIDS?

Living with AIDS

The great breakthrough in the treatment of HIV has been the drug

combinations that can substantially slow the progress of HIV growth in

those newly infected and reduce HIV levels in those with longer periods of

infection. While the virus may still be present in organs and glands, these

drugs inhibit viral replication and can stop the virus from weakening the

immune system. But even when patients are able to afford the drugs and

can integrate the regimen into their lives, it is a challenge for many to

consistently comply with complicated schedules. Patient adherence to

drug regimens is hampered by drug or alcohol abuse, erratic work

schedules, dietary restrictions, and side effects (Chesney 2000). As

predicted, resistant strains of the HIV virus have already appeared

(Borman et al. 1996). A U.S. and Canadian study conducted during 1999

determined that 14 percent of new HIV cases were infected with drug-

resistant strains (Altman 2001).

In industrialized countries, class, color, gender, ethnicity, and drug use

—all the stigmata of the lives of people with AIDS—also work against

them when they seek medical services. Poor women of color often feel

they have fallen through the cracks of the U.S. health care system and

social service agencies (Seals et al. 1995). Antonio Coello Novello, a

previous Surgeon General of the United States, listed barriers to receiving

care: Clinics that are not open during hours they can go, too far from their

homes, up flights of stairs they can’t climb; no facilities for child care or
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for buying food for their children or themselves; fragmented care—

children in one place, themselves in other, partners someplace else;

language barriers; and cultural insensitivity (Novello 1995, xii). It is no

wonder, then, that survival rates have been worse for women than men

with AIDS in the United States. They come into the medical system later

and are poorer, have fewer social supports, may have been heavy drug

users, and are often homeless and raped and beaten (Melnick et al. 1994).

While some AIDS patients are struggling to adjust to complicated drug

regimens, others are protesting patent laws which have led to the lack of

affordable drugs within their national borders. Globally, the primary

burden of disease to people living with HIV/AIDS has been the most

common infections: tuberculosis, pneumonia, diarrhea, and candida

(yeast) infections. These diseases can be treated with anti-infective agents,

but these drugs, as well as the antiretroviral drugs for counteracting the

virus itself, have been unavailable in generic, cheaper form. Antiretroviral

drugs can cost a patient over $10,000 a year and may not be covered by

insurance plans (Altman 2000). In African countries, where health care

expenditures range from only $1 to at most $200 per capita, it is beyond

the means of either public health systems or individuals to finance

adequate drug treatments that can strengthen their immune systems and

treat the infections and pain of full-blown AIDS.27

Recently, some drug companies have succumbed to grassroots as well

as international pressure to allow generic makers to market low-cost HIV

drugs in Africa and India; some are distributing them free of charge (Pear

2001; Peteren and McNeil 2001). The prospective availability of cheaper

or free antiretroviral drugs is not without potentially devastating

problems. Uneven distribution and poorly monitored antiretroviral

treatment could lead to the rise and transmission of more resistant strains

of HIV (Crossette 2001; Specter 2001). Furthermore, in a global market of

limited public health funds, the focus on antiretroviral drugs, even at a

reduced price, means less funding for education and prevention programs.

Distributing condoms that cost pennies is far more effective in the long

run than distributing drugs that cost dollars. In India, which has developed

a combination of three main AIDS drugs mixed into an inexpensive single

tablet that can be taken twice a day, “the simple cost of shipping the drugs

around the country and storing them could equal the money the
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governments spends on treating all other infectious diseases combined”

(Specter 2001, 85).

Research for a vaccine that would protect against HIV infection is

ongoing and may eventually prove to be a turning point in changing a

pandemic into an ordinary illness. However, as with so much about AIDS,

vaccine research is not without controversy (Collins 2000). First, it is

ethically difficult to enroll people in vaccine trials and expose them to

HIV when it is unclear if the vaccine will be effective. Second, there is the

danger that the focus on vaccine research will limit public and private

funds and resources that could go to prevention strategies. Third, the

initial distribution and administration of a vaccine is likely to follow the

existing social hierarchies with respect to AIDS, so that those at the

bottom of the social scale will be targeted as populations to test the

vaccine’s efficacy and safety, and then those at the top will have the first

benefit of its use.

Despite the scientific promise of new drug combinations and the

possibility of radical viral load transformations for individuals, caring for

millions of people with HIV/AIDS in communities with limited resources

is overwhelming. The primary burden of care for people with HIV/AIDS

falls on the family. The families of the poor women of color who

constitute the majority of women with AIDS in the United States have

been devastated by the needs of their kin. Many of these families are

headed by single mothers who have just finished caring for their own

children when they take on the care of their sick daughters and often

equally sick grandchildren (Simpson and Williams 1993). In addition to

physical care and emotional support, they may have to battle with

government and social service agencies to become legal foster parents, but

if they care for their grandchildren informally, they lose out on benefits.

“AIDS Is Everyone’s Trojan Horse”28

It is difficult to overestimate the immense and expansive social changes

that have occurred in the wake of the first AIDS diagnosis. AIDS has

changed ideas about sexual behavior, and not in ways predicted originally.

Abstinence, monogamy, and condoms may have been the official

recommendations, but innovative sexual practices in all kinds of couplings

and social settings have also been the response to the search for “safer
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sex” (Altman 1993). New sexual vocabularies (“serodiscordant couple”),

sexual techniques (erotic massage), and protective devices (“dental

dams”—mouth screens for oral sex) have been invented. Education

programs for teenagers talk about the pleasures of nonpenetrative sexual

expression that does not involve the exchange of body fluids, dubbed

“outercourse” (Genuis and Genuis 1996). Some of these practices include

phone sex, sharing sexual fantasies, and mutual masturbation. AIDS has

also changed the relationships of people in the injecting drug communities

as well as modifying social and public health policies aimed at them.

Mothers, generally thought to be comforting, nurturing, and protecting, are

potentially diseased vectors to the fetus and infants, who need drug

protection in the womb.

AIDS also teaches us that neither men nor women are homogeneous

and contrasting groups. The epidemiological statistics demonstrate that

the disproportionate burden of AIDS has been on men and women of color,

and more specifically, poor people in developing nations. But since women

in these countries and in Western societies often have few economic

resources, little social and political power, and carry the burden of family

responsibilities, we can say that all the problems of AIDS have fallen most

heavily on them.

Issues of gender justice, such as reconstructing the meaning of

motherhood and social expectations of procreation and breastfeeding,

access to information, freedom from sexual violence, and availability of

prevention devices and cheap medicines, have different impacts on women

throughout the world. Westernized heterosexual and bisexual women may

have experienced the heady days of sexual liberation, when the pill and

other woman-controlled means of contraception could be relied on to

prevent pregnancy, but these days are gone, because these contraceptive

devices do not protect against HIV infection. They never did protect

against many other sexually transmitted diseases, but these were, for a

while, curable.29 Many lesbians can no longer hide behind the notion that

they are safe, if their practices are more varied than their sexual identity

may imply. Of course, women have never felt as invulnerable as

heterosexual men have, because there is always the threat of rape, but for a

short while, some women of privilege could be sexually adventurous

without fear.
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Some men now think about their bodies the way women do—as

vulnerable and penetrable. Samuel Delany, in a piece about homosexuals’

risk of AIDS, includes a comment from “a concerned and sensitive

heterosexual woman friend: . . . ‘AIDS has now put gay men in the

position that straight women have always been in with sex: any

unprotected sexual encounter now always carries with it the possibility of

life or death’ ” (1991, 29). Some heterosexual men have HIV tests as “a

way of re-establishing the integrity of the fragmented and penetrated body,

the ‘body besieged’ in an age in which there are manifold anxieties

concerning the purity of bodily fluids and the strength and resilience of

one’s immune system to fight invasion of viruses such as HIV” (Lupton et

al. 1995, 104).

The competing messages of responsibility and powerlessness play out

in the resurgence of HIV transmission in the very population that was so

devastated by AIDS deaths and so politically active in getting drug

research funded—young, gay men. Their growing casualness about

condom use and other risky sexual behavior is matched by that of

heterosexual adolescents. These young men and women know the “good”

drug story—AIDS no longer equals death; you can take the drugs as a

“morning after” prevention of infection. The ugly side is ancient history or

happening on the other side of the world:

Only a few years ago, gaunt men in wheelchairs haunted the streets of San Francisco’s Castro

District. The dark blotches of Karposi’s sarcoma, a cancer linked to AIDS, flowered on cheeks

and on forearms. Funeral homes struggled to meet the demand for their services. With the

advent of drugs that prolong lives, though no one knows for how long, those daily horrors have

faded. Instead, there are men tied to endless pill-taking regimens, who may suffer debilitating,

occasionally fatal, side effects. But they look healthy, and they have returned to offices, gyms,

restaurants and bars, restored to full—and fully sexual—lives. And as the obituaries have

slowed, the balancing of safety and danger that is a theme in every life has shifted. (Goode

2001, 36)

In the new imagery, men’s and women’s bodies are not just passive

recipients to be acted on; they are “both objects and agents of practice”

(Connell 1995, 61). Socialized bodies, through sexual behavior and

injected drug use, spread AIDS, and the people who “own” those bodies

have been morally blamed and stigmatized for their risky behavior

(Lupton 1993). But the body-social link is more complex—viruses become

part of the body, living in it for years, sometimes without the “owner”

knowing it, in benignly symbiotic or malignantly parasitic relationships.
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AIDS as the most dreaded disease has replaced cancer, just the way

cancer replaced tuberculosis, and tuberculosis replaced leprosy (Sontag

1989). Disease is not an invasion by a foreign element but part of a

feedback loop system. The behavior of the social self who, through daily

actions, interacts with other bodies and social selves, continuously

reconstructs the body, which then acts on the social self. Through practices

that change bodies, “more than individual lives are formed: a social world

is formed” (Connell 1995: 64). It is this transformation of our social

worlds by AIDS that will always be with us.

Summary

Biologically, AIDS is a disease transmitted through the exchange of

infected bodily fluids. Socially, AIDS is a disease that is transmitted

through social relationships. If one partner is HIV-positive, the other

partner can be infected through their sexual couplings. Injection drug-

using friends, family members, and lovers who exchange works or needles

run the risk of transmitting HIV. HIV-positive mothers may expose their

fetuses and infants to HIV through childbirth and breast feeding, turning

normal mothering into a risky endeavor. A population that ended up

almost completely HIV-infected are hemophiliacs, who were given

contaminated blood transfusions in many countries even after there were

good methods of sterilizing donated blood. Since the blood transfusions

kept them alive and well through adolescence, many of them married and

passed the virus to their partners and children before it was discovered that

they were HIV-positive.

The premise of this book has been that all diseases are intertwined

with social processes: Different social statuses put people at different risks

and vary their access to health care. AIDS is a prime example. Another

premise has been that the social status of those who are ill is less an effect

of their individual behavior than of their society’s evaluation of them as

people. With AIDS, hemophiliacs and their wives are heroic victims of

their governments’ refusal to purify the blood hemophiliacs used to stay

alive; injection drug users and their wives are stigmatized as perpetrators

of their own physical decline, even though a supply of free, clean needles

by governments would be a cheap way to prevent transmission of the HIV

virus.
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In AIDS, as in other diseases, epidemiological data collection has been

hampered by outmoded categories of risk groups that concentrate on

individual characteristics and neglect the patterns of transmission and

prevention in local community networks and peer groups. In the past

twenty years, tracking has been of supposed dangerous cases—gay men,

prostitutes, intravenous drug users—neglecting middle-class and poor

heterosexual men and women and entire populations of developing

countries. Governments were slow to finance research and low-cost

treatment and prevention programs when the populations at risk were poor

people of color or women of any racial group and class, but they

prioritized finding a cure when HIV infection threatened middle- and

upper-class heterosexual men. The intense pressure of social activists

unrelentingly attacked government agencies, medical systems, and drug

companies, bringing about some lessening of the foot-dragging and profit-

driven behavior of these powerful institutions.

Health care in Westernized countries, as we have seen, is oriented to

cure, not prevention; to individual treatment of specific pathologies as

they occur, not to strengthening physical, emotional, and social capacities

for living with a chronic or recurrent disease. People with AIDS in

particular have needed, and not always obtained, such holistic care. The

social supports that have mitigated the ravages of AIDS have been

supplied by their families, lovers, friends, and community-organized

services, not by the medical or social welfare system. In non-Westernized

countries, where much of the population suffers from malnutrition and

other infections, AIDS is an epidemic like the medieval Black Death in

Europe—a plague that kills a substantial proportion of young adults.

Whole generations have died in some communities.

Certainly, the scientific research effort has paid off—the HIV virus

was discovered, and more and more of its immune cell-binding properties

have been revealed, including genetic and drug protectors. But much less

money and time has been spent on the social aspects of transmission and

health care. In retrospect, it seems astounding that no one tried to prevent

the inevitable spread to injection drug users by contaminated needles,

given the scrupulous disposal of needles in medical settings. The

assumption that women could not get AIDS unless they were prostitutes is

attributable to the moral contrast of categories of people (gay men vs.

heterosexual men; prostitute women vs. respectable women), an
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astonishingly naive misunderstanding of sexual behavior and sexual

practices. Equally naive has been the assumption that education in safe sex

and condom use would halt the spread of AIDS in any population. Again,

the gender dynamics of relationships were ignored, as well as the cultural

meanings of condoms and social meanings of love and trust.

The AIDS epidemic is talked of as “exceptional,” and has been treated

as a “special case” in public health (Scheper-Hughes 1994). But in

actuality, AIDS is not an exception—the problems of this epidemic are the

problems of Western and non-Western health care systems writ large, with

the same issues of gender, racial, ethnic, and class disadvantage that have

been discussed throughout this book.

AIDS has been different from other epidemics in one major respect:

Despite dire predictions of quarantine and other means of social control of

those who test HIV-positive, it has not, at least in democracies, resulted in

mandatory testing, increased government surveillance, or loss of civil

liberties. The downside of this policy of voluntary action is that the onus

for protection is placed on the individual, who must be aware of risks and

suspicious of sexual partners and constantly negotiate self-protection. Into

this negotiation go differences in power and privileges, and a gender

analysis tells us who usually wins and who usually loses. As Scheper-

Hughes says, “Until all people—women and children in particular—share

equal rights in social and sexual citizenship, an AIDS program built

exclusively on individual rights to bodily autonomy and privacy cannot

possibly represent the needs of groups who have been historically

excluded from these” (1994, 1002).

The “strong and humane public health system” she calls for needs to

be matched by a medical system sensitive to gender dynamics and gender

politics. At the same time, individuals do have to know how to protect

their own health and the health of those in their intimate networks and the

health of their children, but they should not be blamed if their immune

systems are so weakened by a virus and social and environmental bodily

assaults that they ultimately break down. The intricate interplay of

individual freedom and institutional protections, of medical care and

social needs, of attention to special cases and even-handed distribution of

personal and societal resources—these ambiguities and complexities are

the heart of the social construction of AIDS and, indeed, of all illnesses.
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NOTES

1. Tracking by the U.S. Centers for Disease Control (CDC) began in 1981, but it took years before

the persistent medical reports of a strange pneumonia and a rare cancer among young, gay men got a

response from the government (Shilts 1987).

2. Almost all the hemophiliacs who were infused with blood-clotting factors between the mid-1970s

and the mid-1980s are HIV-positive (Kolata 1991). Most of the HIV-positive hemophiliac adults are

married men, and a high percentage of their wives are also infected (Patton 1994, 59–65).

3. A double copy of the gene protects against infection; a single copy seems to delay the

development of AIDS symptoms by five to ten years.

4. “Women and HIV/AIDS,” Fact Sheet, 2001. Kaiser Family Foundation Web site.

5. On issues in the constructionist perspective on AIDS, see Levine 1992 and Treichler 1992, 1999.

6. The first reports of opportunistic infections were of pneumocystis carinii pneumonia and

Karposi’s sarcoma, which produce lesions in the skin, mucous membranes, and internal organs. They

were rarely seen by American physicians before the late 1970s. There are now more than thirty

different conditions that can proliferate when immune systems are weakened by HIV.

7. “AIDS Epidemic Update,” December 2001. UNAIDS Web site.

8. See note 4.

9. For early reports, see Masur et al. 1992 and Wallace et al. 1983. On the slow response of the

medical profession, see Corea 1992 and Patton 1994. For recent issues, see Goldstein and Manlowe

1997.

10. “The Status and Trends of the HIV/AIDS Epidemic in the World, 2000.” U.S. Census Bureau

Web site.

11. Since there is a double economy of sex and drugs, the CDC now has a category, “people who

trade sex for drugs or money” (Patton 1994, 56).

12. Epidemics also stabilize when the population at risk is “saturated”—there are few uninfected

people (Bloor 1995, 31–32).

13. The interpretation of statistics can be confusing and appear contradictory. In recent years U.S.

statistics have revealed that while the incidence rate (number of new cases) of HIV/AIDS has

decreased in certain communities, the prevalence rate (number of existing cases) has increased. That is

because people are now living longer with HIV/AIDS, thanks to combination drug therapy, so the total

number of cases increases as new cases are added to existing cases.

14. “Innovative Approaches to HIV Prevention: Selected Case Studies.” 2000. UNAIDS Web site.

15. U.S. Department of Justice Web site, 2000.

16. “HIV and AIDS in the Americas: An Epidemic with Many Faces.” 2000. UNAIDS Web site.

17. For a discussion of risk reduction of HIV and sexually transmitted diseases with incarcerated

women, see Hogben and St. Lawrence 2000.

18. The Female Health Company and UNAIDS have negotiated a lower price to launch a

promotional campaign in several developing nations.

19. For discussions of power, culture, and women’s relationships in HIV transmission and

postinfection survival, see Amaro and Raj 2000, Jenkins 2000, and Reid 2000.

20. Also see Browne and Minichiello 1996, Kelly 1995b, and Lear 1995.

21. “Trends in the HIV and AIDS Epidemic, 1998.” CDC Web site.

22. “Key Findings from CDC: HIV/AIDS Update 2001.” CDC Web site.

23. UNAIDS estimates 13.2 million orphans since the beginning of the epidemic. “Report on Global

HIV/AIDS Epidemic: AIDS Epidemic Update Report.” 2000. UNAIDS Web site.
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24. See note 23.

25. On the contradictions of leaving women out of the original AZT trials because the drug might

do fetal damage and then designing a trial to ascertain how protective of fetuses AZT is, see Corea

1992, 204–6.

26. Women knowingly have children with higher rates of potentially fatal inheritable diseases.

27. “Access to Drugs: UNAIDS Technical Update.” 1998. UNAIDS Web site. A New York Times

series on South Africa was called “Death and Denial” (November 25–30, 2001).

28. Sontag 1989: 168.

29. Gonorrhea soon became resistant to penicillin; genital and oral herpes viruses are never

completely eradicated. These and other sexually transmitted diseases have become almost incurable

opportunistic infections in women with AIDS.
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CHAPTER 8

Healing Social Bodies in Social Worlds: 

Feminist Health Care

In these exchanges the social certainly interrupts and interpenetrates the medical. Whether

medical or social topics are being discussed, social/ideological assumptions are clearly

embedded in the discourse. (Fisher 1995, 59)

 

We have argued in this book that across the globe the experiences of

health, disability, and illness are socially constructed. Bodies, physiology,

and genetics vary from individual to individual, and also from group to

group. Sex categories are one set of groupings, and others are age cohorts

and racial ethnic clusters. Although these groups seem to be defined by

physiological factors, social factors are embedded in them. Sex categories

invoke gender statuses, with all the weight of social expectations,

opportunities, and limitations. Age categories are as much social as

physiological—the formal status of “senior” at age sixty-five brings social

privileges in certain countries that come with physical markers

(menopause, white hair). Racial ethnic genetic variations, such as

propensity to sickle-cell anemia or cystic fibrosis, have social as well as

physical effects. The illness symptoms are experienced in the body, but

chronic illness becomes a social role. Where you live has many social and

physical effects—availability of clean water or any water at all, access to

food and cultural varieties of diet, pressures to bear children, not bear

them, bear many, abort those of one sex. In short, there is no aspect of

human life that is not at one and the same time physical, environmental,

and social.
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Health, illness, and disability are particularly multiple—experienced

by individuals in bodies, defined by experts and authorities, and

significantly influenced by economic resources, nutrition, type of work

done, family responsibilities, and socioemotional supports. These social

factors cluster in systems of expectations and practices legitimated by

norms and values, which sociologists call institutions—the economy, the

family, the medical system, the gender order. In modern society,

organizations, such as hospitals, link individuals to institutions (and

institutions to each other). A patient in a hospital in the United States may

be getting sick pay from a job and medical insurance from a health care

agency, linking the economic and medical systems. The patient is also a

family member, and his or her relationships with partner, children,

siblings, and parents intertwine the medical system with the family as a

social institution.

What this book has stressed is that health, illness, and disability are

experienced through gender norms, social class privileges and

disadvantages, and racial ethnic cultures. Medical researchers use many

physical, psychological, and social variables in trying to explain health

behavior—risk behavior in HIV transmission, for instance. They

frequently come up with mixed outcomes and few clear patterns on the

individual or dyadic level. But when sociologists have used social system

data (class, racial and ethnic group, sexual and gender status) to explain

the spread of AIDS, the patterns are much clearer. Those most

disadvantaged have a higher risk of HIV infection, and they are,

throughout the world, poor women and men of color. Social

epidemiological data is better explained by social system factors than by

individual behavior.

Most social researchers concentrate on these social system,

organizational, and interactive effects, and include the social and

environmental factors that affect physiological functioning, such as

pollution and smoking. Biomedical research, in contrast, puts much less

emphasis on social factors. Because the knowledge base of modern

medicine is rooted in the sciences (biology, biochemistry, physiology,

endocrinology, and so on), the social and environmental aspects of disease

and the experience of illness are given less attention in medical training

and practice. The body is dissected in medical school, and its functions

and dysfunctions are memorized. But in order to understand the
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complexities of illness as a social experience, you cannot look only at the

patient’s body. Even adding psychological characteristics is not enough.

Illness takes place within a web of interaction that ties together the person

concerned, family, friends, coworkers, health care professionals, medical

bureaucracies, the physical setting, technology, government policies and

politics, economics, values, knowledge, and beliefs.

Social Contingencies of Health Care Delivery

The feminist perspective on health care argues that the social factors that

construct health and illness should be an integral part of medical

knowledge and medical practice. It also argues that the patient’s

perspective and a caring ethic should be integrated into treatment

regimens. This means that the patient’s account of his or her illness is

attended to seriously and that the patient is given complete information in

an understandable way and encouraged to take responsibility for all

decisions.

The concept of social interaction is particularly applicable to

encounters between patients and health care professionals. Compare a

health provider’s likely response to a man and a woman, both

heterosexual, African-American, middle-class, fifty-year-old divorced

bank managers with cardiovascular symptoms. The man’s irregular

heartbeat and fainting spells would probably elicit a battery of tests and

specific treatment; the woman’s identical symptoms would probably elicit

a prescription for tranquilizers for emotional stress. We could similarly

compare the experiences in an infertility clinic of a woman and man who

are both heterosexual, White, working-class, twenty-three-year-old

married post office clerks with infertility due to adolescent bouts of

gonorrhea. The woman may find that her sexual past creates skepticism

about her mothering capabilities in the eyes of the staff of the infertility

clinic, but the same staff will most probably urge his partner to undergo in

vitro fertilization so he might have a biological child. In all these cases,

the outcome would probably be modified by varying the gender and racial

ethnic group of the health care provider, and their similarity to or

difference from the patient.

Within the United States, the demographics of the medical profession

are changing, and physicians are likely to be mostly women in the near
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future, and of diverse racial and ethnic groups. One reason for the influx of

women is that the authority of doctors has been eroded and their income

has gone down with more and more medical care under the jurisdiction of

governments or large insurance companies. At the same time, patients’

rights movements have diminished physicians’ professional prestige. As a

result, fewer men are going into medicine, leaving room for more women,

who are fast becoming the majority of doctors in every country with a

Western medical system. Some of these women physicians are challenging

medicine’s biology-based perspective, as are men physicians with a

holistic perspective on medical care. Medical school curricula and

training, however, are still focused on individual bodies and their

pathologies, with a smattering of courses in public health, environmental

and occupational diseases, nutrition, stress, and family medicine.

Much medical care is delivered by nonphysician personnel, especially

nurses, who are still mostly women. Their numbers have not made the

medical profession as a whole woman-dominated in practices and values

because the professional hierarchy puts physicians at the top of the

authority chain. Physicians’ power to define the medical encounter comes

from their authority as experts in biomedical science and technology.

Despite nursing’s ethic of care and concern for the patient, in technology-

based biomedicine, nurses are more often busy with the mechanics and

instrumentalities of patient care than with dispensing TLC. Listening to

the patient’s emotional and social problems is relegated to nurses’ aides

and other personnel even further down the professional hierarchy, who

don’t get paid to listen but to do physical care. Even patients who recover

at home get less and less TLC. They are discharged early with more

complicated treatment routines and physical care, such as wound dressings

and injections, to be administered in the home. The stress of the situation

makes it hard for the home caregiver to have time or energy for the sick

person’s emotional needs.

Unfortunately, payment and profit are driving much of the way health

care is provided by Western medicine today. Everything in health care is

governed by insurers’ or government rules about what can or cannot be

done, who does it, and for how long. Managed care and national health

services are organized to cut costs to meet budgetary or profit bottom

lines, not to provide quality, comprehensive services.

www.urdukutabkhanapk.blogspot.com



Women’s and Men’s Health Movements

One source of change from within the medical profession has been the

focus on women’s health coming from organizations and journals of

women physicians. They have built on the feminist perspective that illness

and cure are social as well as individual. Some feminist physicians have

recommended the development of a specialty in women’s health that is not

“a reproductive surgical specialty” but rather treats women “as whole

human beings with minds, bodies, and spirits—separate and distinct from

men’s—and worthy of an equal investment in scientific study, clinical

education, and medical services” (Johnson and Hoffman 1994, 36–37).

This specialty would be interdisciplinary, treating lung and colon cancer as

well as ovarian cancer, domestic violence and rape as well as infertility.

There have been proposals for similar nurse practitioner programs to

provide primary health care addressed to women’s needs (Cohen et al.

1994). A women’s health medical and nursing specialty would be similar

to gerontology, adolescent medicine, and pediatrics, which serve the

special physical, psychological, and social problems of people of different

ages.

An alternative approach to women’s health care is to create expert

knowledge that could be taught to family practitioners and other primary

care physicians and incorporated into medical and nursing school curricula

and textbooks. In 1990, under the auspices of the American Medical

Women’s Association, a group of women representing medical societies

and women’s health consumer organizations drafted a core curriculum “to

improve and integrate the care of women patients, heighten physicians’

awareness of the psychosocial aspects of women’s treatment, improve the

physician-patient partnership, and increase the physicians’ understanding

of the differences and unique qualities of women’s health” (Wallis 1994,

21). The curriculum is divided into five life-phase modules (early years,

young adult, midlife, mature years, advanced years), and covers nine

content areas: sexuality and reproduction, women and society, health

maintenance and wellness, violence and abuse, mental health and

substance abuse, transition and changes, patient-physician partnership,

normal female physiology, and diagnosis and management of conditions

common to the five age groups. Michelle Harrison, who does not favor a

separate women’s health specialty because she feels that all of medicine
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and health care should address the needs of women, nevertheless suggests

a master’s degree in women’s health to provide experts who could develop

programs, design research, and teach a variety of health care personnel

(1994).

The social contexts of men’s illnesses have become a similar focus of

an international men’s health movement, with its own organizations, Web

sites, journals, and conferences (Baker 2001). About ten years old, this

movement takes the feminist critique of Western biomedical perspectives,

which argued for greater attention to social and environmental causes of

illness, and applies them to men’s health.1 As Alice Dan says in her

introduction to Reframing Women’s Health, “Why should context be any

more significant for women than for men? Men’s lives are also lived

within a context” (1994, xv). The normative assumptions about health and

illness may be built on men’s lives and minimize women’s special needs,

but views of “normality” also ignore the health care needs of working-

class men, men of color, and bisexuals and homosexuals.

The physicians working with the men’s health movement recognize

that just as women’s overall social status makes them vulnerable to

illnesses of poverty and to procreative and sexual coercion, so does men’s

social status put them at risk for traumas, drug and alcohol abuse,

homicide, and suicide. Given the gender-segregated structure of work,

men’s jobs are sometimes very hazardous. Norms of masculinity shape

their responses to traumas—boys are taught to “play through pain” and to

deny or ignore illness symptoms (Moynihan 1998). Men in middle

management suffer the stress of responsibility with too little authority and

little encouragement to talk about their feelings. Poor men, who are most

likely to be suffering from multiple physical problems, usually have the

most difficulty in obtaining comprehensive care.

Just as the feminist health movement called for greater attention to

gender privileges and inequities in researching women’s illnesses and

health care for women, the men’s health movement uses these concepts in

looking at the particular risks to men’s health of their work, sexual

behavior, eating patterns, smoking, drinking, and drug use. Beyond

individual risk-taking, an even more important focus of the men’s health

movement are social and cultural factors that affect men’s health—racism,

masculine bravado, encouragement of violence, and the drive to make

money and rise in one’s career (Riska 2002). The feminist health
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movement strengthened women’s assertiveness in getting proper diagnoses

and health care compatible with their social needs. The men’s health

movement is also encouraging men to attend to their physical and

emotional health, to express their needs and not bury them under a façade

of masculine stoicism (and put themselves in an early grave).

When the women’s health movement began in the 1970s, it was

extremely critical of Western medicine’s masculine bias and neglect of the

social context of individual illnesses. Feminist criticism at the time called

for reformation of the whole health care system—increasing the autonomy

of the woman patient and the authority of nonphysician women health care

providers, exploration of alternative modes of treatment beyond drugs and

surgery, and putting women’s bodies and life-cycles in the forefront of

care. The men’s health movement, as well as the patient’s rights

movement, has inherited the changes feminist critiques helped bring to

Western health care systems. Today, all patients are encouraged to become

“experts” in their own health care. Much care is provided by non-MD

professionals, men as well as women. Alternative medicine (herbal drugs,

nutrition, meditation, acupuncture) are part of standard care.

The emphasis the men’s health movement places on individual

responsibility for one’s health and the cooperation of the layperson and

health care providers reflects similar recommendations by the women’s

health movement today. Both, however, are still critical of the uneven

attention given by the medical profession and by governments to the

environment, preventive medicine, and public health issues.

Pharmaceutical and biotechnological short-term solutions receive much

more funding and critical attention than air and water pollution, unhealthy

food additives, and genetic modification of foods and fetuses.

Participatory Medical Encounters

The social structure of health care and the social contingencies of illness

are the “surround” for individual experiences. The face-to-face interaction

with the medical system for patients is with health care providers. The

ideal for patient-provider interactions is for patients to participate as

equals in the decisions about their care. Providers supply expert

knowledge of the body and its functionings, and their experience with the

likely course of chronic and acute illnesses under different treatment
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regimens. Patients bring expert knowledge of their own body and its

functioning, their illness history, and their reactions to drugs, surgeries,

and other treatments they have undergone. If patients are going to be full

participants in medical encounters, they must be given time to describe the

context of a particular illness episode, as well as its time span (Candib

1988). In turn, the health care professional must “accept as valid another

person’s experience in shaping his or her way of looking at the world,” and

in “listening actively,” indicate that she or he respects the patient’s

interpretation of events surrounding the illness (p. 135).

Participatory medical encounters call for unhurried professionals and

patients skilled in conveying the significant details of their physical

problem and its social context. All the accounts of medical encounters

show, when asked, “What’s wrong?” patients do say what’s bothering them

and why it is of concern to them, how long the problem has been going on,

and, if given the chance, narrate its history. Very often, it is not lack of

time to listen that’s the difficulty, it’s that physicians, in particular, hear

only what they think is important to know—the cues for the physical,

body-located source of the “abnormality.” They cut off the patient’s story

because they rarely credit social factors, such as losing a job, as equally

valid evidence for someone getting sick or having a recurrence of chronic

symptoms. However, they bring social factors back in when they prescribe

treatments and other remedies, because they are asking the patient to act in

ways that the physician thinks best.

Sue Fisher points out that although caring is the hallmark of nursing,

and nurse-practitioners pride themselves on probing for the social aspects

of a patient’s symptoms, they, too, are likely to try to impose their

definition of the situation as the solution to the patient’s overall

difficulties (1995). Thus, in a case she analyzes, the nurse-practitioner

discusses divorce with a patient whose marital difficulties have made her

ill, but the patient resists that solution. Since nurse-patient encounters are

less asymmetrical in authority and power than those between doctors and

patients (especially when the doctor is a man and the patient a woman),

there is more room for “bargaining.” In Fisher’s case, the compromise

suggested by the patient and validated by the nurse-practitioner is to go

out more with her friends and take up running again.

There is no doubt that patients have to struggle to make themselves

heard in most medical encounters, and that a more open “ear” on the part
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of practitioners would help reveal the “multilayered, complex, and fluid”

aspects of illnesses (Fisher 1994, 326). But professionals and patients have

social identities and viewpoints that may conflict, and the given in any

medical setting is that the professional has the authority, power, prestige,

and greater knowledge. A feminist practice puts the burden of change on

the professional, not the patient. It is up to the professional to make sure

that he or she hears the patient’s description of both the physical

symptoms and the social context, that the patient understands the

physiological aspects of the problem and the alternatives for treatment

(and nontreatment, too), and that the patient make the decisions (not just

agree to them) and be given support and referrals even if the professional

doesn’t agree with the patient’s decisions.

Being a Patient

A project that has been useful in helping students understand the multiple

impacts of patients’ social characteristics on encounters with the health

care system analyzes the experience of being a patient. Students use their

own experiences or interview someone they know well. These questions

cover the gamut of factors that go into the social construction of an illness

experience:

1.   What is your age, gender, ethnicity, racial group, religion, education,

occupation, and sexual orientation? What is your relationship status;

how many children or adults are you responsible for; who do you live

with? Do you have health insurance?

2.   What were the initial stages of a new illness or an acute episode of a

chronic illness? What were the symptoms? How did you interpret

them? What was the input of family, friends, coworkers, and other

nonprofessionals? What self-medication did you use? Did you

remember a TV or newspaper advertisement for a medicine that would

apply to your case? Did you go on the Internet to get information? At

what point and why did you consult a health care professional, in

person or by phone? What were your choices? What kind of

professional did you choose? Why did you choose this professional?

3.   What was this professional’s interpretation of the symptoms? What

kinds of tests or examinations did you have? Did you see any other

professionals before a diagnosis was made? What was the diagnosis?
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Who made the diagnosis? Did you help make the diagnosis? Did you

agree with the diagnosis? What were the recommendations for

treatment? Did you think you could do what the professional said you

had to do to get better? Did you do them?

4.   Describe what happened in one particular encounter in this illness.

What was the setting—e.g., office, clinic, hospital emergency room?

Who, besides you, was present (which health care workers, family

members)? What were the occupational status and the social

characteristics (approximate age, gender, racial or ethnic group, etc.)

of the health care workers present? What exactly went on? How was

the work divided? Were there areas of conflict or argument? What

were they? How were they resolved? How did you feel (satisfied,

angry, upset) during and after this encounter? Did you have to get

clearance from your health insurer for this visit? How did you pay for

this visit? For the medication you were prescribed?

5.   How did (or does) the illness impact on your family and work

obligations? Who took care of you? Were they compensated? Did you

return to normal functioning or were your occupational and familial

status changed by the illness? In what ways did they change?

As you can see, a patient’s whole social world is involved in a major

illness, and a whole professional world influences one health care

encounter. Although the patient may challenge, resist, and counteract, the

assumptions that prevail are likely to be those of the health care

professional, especially if she or he is a physician. One way of equalizing

the power differential somewhat is for lay people to become more

knowledgeable about medicine and science in general and about any

serious illness they may have. Thanks to the consumer movement and the

feminist movement, lay people have become more aware of tests,

medications, the causes of different illnesses, treatment alternatives, and

likely outcomes. Information about illnesses and treatments are available

on the net for those with access to computers.

However, what we learn in the mass media and on the internet has been

filtered through several editing processes. First, research projects must be

funded by either a federal agency, such as the National Institutes of Health,

or a pharmaceutical company with self-interest in the outcome of a

clinical trial. Not all illnesses are deemed either critical or profitable
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enough to be funded, and there is limited scientific knowledge about some

conditions that make it impossible for someone to live a normal life but

are not considered physically life-threatening, such as chronic pain or

chronic fatigue.

Data produced by researchers in laboratories and clinical trials become

part of scientific communications, most desirably within the most

prestigious journals or at large international conferences. Funding

agencies, laboratories, research teams, and government agencies use press

conferences and press releases to call attention to noteworthy projects and

their results. Journalists use only the most newsworthy items for their

articles in mass media newspapers and magazines and in information

newsletters on the Internet. At this point, much of the scientific content of

the original research agenda is summarized in dramatic and positive

language. By the time it gets to TV, much of the information is reduced to

a sound bite that can sometimes be misleading and is almost always an

upbeat presentation of scientific research and new drugs and surgical

procedures. In assessing such information, it helps to remember that

“producers and those with whom they create knowledge are always located

somewhere, and that somewhere is always imbedded in cultural specifics

that shape how knowledges are produced and disseminated” (Olesen and

Clarke 1999, 356).

Making Changes

Participatory models in health care created by feminists have led to

significant changes. In order to demonstrate the power and potential of

social transformation in health care, we will describe two examples of

revisionist feminist health care: the first, in our understanding of human

genital anatomy, and the second, in access to treatment and information

about breast cancer.

Human anatomical textbooks have historically been based on

dissections of male bodies (Moore and Clarke 2001). One of the few

places where women and girls could see what female bodies look like and

how they function have been the many international editions of Our

Bodies, Ourselves. However, depictions of genitalia in most other sites

have not given women’s and men’s anatomies equal space and variety.

Using feminist critiques of standard anatomical representations, the
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Federation of Feminist Women’s Health Centers commissioned and

published a radically different anatomy of women’s bodies, with a

complete redefinition of the clitoris. A New View of a Woman’s Body2 is

partially based on interviews with women and includes several color

photographs of different women’s genital anatomy. These images and

descriptions show a wide range of genital variation and provide deeper

understanding of their sexual, and not exclusively reproductive, function.

Similarly, feminist poet and essayist Audre Lorde (1980) has explored the

political implications of prosthetic breasts, arguing that hiding women’s

pain and suffering disguises the widespread nature of breast cancer and

places too much emphasis on “normal” femininity.3

From the micropolitical issues of reconstructing “feminine” bodies to

the macropolitical concerns of environmental clean-up of toxins, breast

cancer activism provides multiple examples of the power of participatory

feminist organizing in health care. Between 1990 and 1993, breast cancer

activism became a significant political movement. Through the feminist

organizing of heterogeneous groups of women, diagnosis, treatment, and

clinical trials of breast cancer began to receive extensive media attention.

Breast cancer activists have used a wide spectrum of approaches, from

corporate sponsorship and grassroots community organizing, to create new

partnerships, collaborations, research funding opportunities, and avenues

for access to quality care. Survivors of breast cancer have become major

players in public policy, science, industry, and advocacy about the disease.

Breast cancer activism has included and ignited other health care

activism. Prostate cancer activism has used breast cancer activism’s

models for popularizing self-examinations and garnering financial support

for research. For example, a series of community-based running events

similar to the Susan G. Komen Foundation’s “Race for the Cure,”

premiered in 1998 in New York City’s Central Park as part of National

Prostate Cancer Awareness Week.

These examples of collaborations of laypeople and professionals in

making changes show that it is possible to change thinking and practices

and, in the process, produce scientific knowledge that is rooted in the

social contexts of people’s lives.

Summary
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Humans differ genetically, hormonally, physiologically, environmentally,

and socially from prenatal development to death, and much research time

and effort have gone into trying to separate out causal factors of illnesses

and pathologies. From a biomedical perspective, isolation of the prime

cause (a bacterium, virus, gene or genetic mutation, a hormone or its lack,

an element of diet, smoking, and so on) is the ideal, modeled after the

nineteenth-century discovery that specific “germs” cause specific

diseases. But after a century that has seen the design of antibacterials,

antivirals, insulin, vitamins, and vaccines to handle diseases caused by

specific deficiencies or invaders, we now face chronic disorders of the

cardiovascular, respiratory, and immune systems. These diseases are

particularly responsive to social factors, such as the way we live and work,

and to the environment, which can trigger genetic predispositions.

The biosocial interaction, we now know, is a feedback loop. Bodies

affect social life, and social life affects bodies. What bodies are doesn’t

dictate behavior; people with relationships and social ties and social

statuses decide how their bodies should act. Yet rather than look for the

skills, environments, and networks for altering risky behavior, we often

expect that there will be a medical technology for dealing with the

consequences of our actions—cures for sexually transmitted diseases,

orthopedic surgery for sports traumas. Medical technology has provided

those with access to it with many valuable treatments, but as people live

longer, the illnesses they incur are more likely to be chronic. Management

of these long-term conditions involves social resources as well as

medicines and surgeries.

In order to understand the incidence, prevalence, and transmission of

chronic or acute diseases, researchers have had to consider a population’s

body typologies and genetic pool, social practices that affect bodies

directly (what people eat, drink, smoke), social environments (where

people live, the work they do), social and sexual networks that influence

individual behavior and provide emotional supports, and access to health

care resources, technology, and knowledge. Similarly, a context-based

health practice looks at the whole life of an individual to understand the

causes and effects of a set of symptoms and to decide on the most

productive course of treatment and adaptation to diminished capabilities.

Illnesses and disabilities are deeply embedded in the social order. The

expert knowledge for comprehensive health care therefore has to start with
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social worlds and work back from social processes to their impact on

bodies. In practice, that knowledge can be applied to particular patients,

working back and forth from their social worlds to their socially

constituted bodies. The knowledge of different social worlds should not be

confined to practitioners from those worlds—we are not suggesting that

only practitioners who share all of a patient’s social characteristics can

treat that patient. What is more important is that practitioners from

different social worlds learn about health and illness through the prism of

the social, which refracts the supposedly universal human body and its

functions and dysfunctions into diverse and various social bodies.

The model of health care explored in this chapter is based on feminist

principles: universal access to quality care, attention to the whole life of

the patient, participatory diagnoses and treatment decisions, and

professional support for the patient to carry out these joint decisions. One

of the most profound lessons to be gained from exploring health and

illness as social constructions is in understanding your own role in the

production of the social meaning of your body and your experiences of

health and illness. As potential patients and caregivers, we each have an

investment in the ways in which health and illness are constructed. We are

not merely passive receptacles of diagnoses and treatment options; we are

also participants in the creation of health care. We have continually

examined how individuals are constrained by their social environments.

Simultaneously, we implore readers to view themselves as full of potential

for resistance to and transformation of these very social environments.

NOTES

1. For overviews of feminist perspectives on men’s health, see Sabo and Gordon 1993 and Doyal

2001.

2. Written and published by the Federation of Feminist Women’s Health Centers West, Hollywood,

Calif., 1981, illustrated by Suzann Gage.

3. Also see Kasper (1995).
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